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ABSTRACT
“I Done Been Through Hell”: An Existential Phenomenological Study of the Lived Experience
of Fathers Who Have Lost a Child
by
Dynisha Wigginson
The rise in American pediatric death led to a shift in pediatric end-of-life care from focusing care
only on the dying pediatric patient to include focus on the family. Most literature has focused
only on mothers’ experiences or the combined experiences of mothers and fathers. Fathers’
experiences at their child’s end of life, as an individual phenomenon, is overlooked and ignored.
Hence, significant knowledge gaps exist related to the repeated exclusion of fathers’ individual
experiences. This study aimed to begin to fill this gap. Using the lens of Merleau-Ponty, this
existential phenomenological study aimed to describe the lived experiences of fathers who have
experienced their child’s end of life. Using an unstructured interview process, a total of eight
fathers participated in one-on-one interviews via Zoom or telephone. Data analysis and
interpretation was conducted using an iterative analytic process, whereby transcripts were read
and examined line-by-line to identify figural themes against the ground. Merleau-Ponty’s
existential grounds of time, body, others, intentionality, and perception are interwoven
throughout fathers’ individual stories. The following four themes emerged: (a) “I done been
through hell”, (b) “I felt helpless”, (c) “I’m a protector”, and (d) “Who is there to help me?”.
Additionally, five subthemes describing fathers’ emotional pain, forgetfulness, and masculine
inabilities emerged. Greater understanding of fathers’ lived experiences requires serious attention
and more research is needed. There are implications that have the potential to impact nursing
care and the creation of meaningful nursing interventions for fathers at their child’s end of life.
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Chapter 1. Introduction
The end of a child’s life is a major event with life-altering effects on those involved. Of
particular concern is the care of and support for the dying or deceased child’s parents or primary
caregivers, from this point forward referred to as parents. As many individuals feel that
children’s deaths go against the natural order of life (Basu, 2013), discussion about children’s
end-of-life (EOL) may be avoided in general EOL conversations. Children represent 30% of the
American population and nearly 60,000 children in the age range of 0 to 19 years old die in
America every year from different conditions (Basu, 2013; Gilmer et al., 2012) with about
19,000 of those annual deaths occurring in the neonatal population in the age range of 0-28 days
old (Cortezzo et al., 2015; Shelkowitz et al., 2015). Furthermore, approximately “21 million
children (0-19 years) worldwide are in need of palliative care, including more than 8 million
children who require specialized pediatric palliative care (PPC) during their illness and at the
EOL” (Leemann et al., 2020, p.2).
Although the end of a child’s life, heretofore referred to as pediatric EOL, is not a desired
patient outcome in pediatric populations, these patients and their parents need access to
comprehensive EOL care services that may extend beyond the child's death. Nurses are in a
prime position to facilitate this type of comprehensive and holistic pediatric EOL care. While
EOL care, since its inception, has extended into pediatric populations, there is not much
information about the experience of parents and, more specifically, fathers who have lived it.
Lack of information about the phenomenon of fathers’ lived experiences of pediatric EOL may
be impeding the development of nursing interventions that could facilitate better implementation
of pediatric EOL care and improve care outcomes.
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Background
Provision of care for dying patients has a long-standing history and can be traced to 335
A.D. where dying and ill persons received care in self-sustained communities (Brohard &
Anderson, 2015). Revisiting the Middle Ages of 476 A.D. to 1450 A.D., the sick and dying were
no longer forced to care for themselves independently due to a monumental shift in self-care to
public hospitable acts from monasteries and convents including the provision of food and shelter
(Brohard & Anderson, 2015). Hence, the interchangeable use of hospice, hospital, and hostel
occurred during this same time period (Brohard & Anderson, 2015). Centuries later, in the
1800s, a strong association between the term hospice and care of the terminally ill became
evident with the founding of our Lady’s Hospice by Sister Mary Aikenhead, a colleague of
Florence Nightingale (Brohard & Anderson, 2015). This preliminary act eventually influenced
the creation and founding of more hospice facilities in the 1900s (Brohard & Anderson, 2015).
Commonly referred to as hospice, terminal care, or interchangeably used with palliative
care, the EOL, as recognized today, originated through the seminal work of Dr. Dame Cicely
Saunders. Describing ways to alleviate symptoms such as intractable vomiting, pathological
fractures, bedsores, dysphagia, and dyspnea, Saunders (1959) posited all nurses could use
nursing techniques to ease suffering in the dying patient population. She first applied the term
end-of-life at Yale University in 1963 as a guest keynote speaker (National Hospice and
Palliative Care Organization [NHPCO], n.d.). To capture the minds and attention of attendees,
Saunders openly displayed before and after photos of dying patients once they received adequate
symptom and pain management to medical students, nurses, social workers, and chaplains during
her speech.
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Despite its slow development in the beginning, over 5,300 EOL or hospice programs
currently exist in the United States (U.S.) (Ferrell et al., 2014). EOL care can be defined as
specialized care that is provided to individuals with the prognosis of death and is predominantly
associated with several aspects of care including pain management, symptom management,
ethical decision making, culturally sensitive practices, and the development of interdisciplinary
individualized plans of care for both the patient and their family throughout the death and dying
process (Hebert et al., 2011; Wolfe et al., 2011). Used in a rare but convincing manner during her
era, Saunders’s graphic pictures of the dying patient population is primarily responsible for the
specialized care that currently allows parents to have meaningful and peaceful experiences with
their dying child at the EOL (Grossberg et al., 2013; Nelson et al., 2015).
As indicated, approximately 60,000 children die annually in the U.S. (Basu, 2013;
Cortezzo et al., 2013; Gilmer et al., 2012). While congenital malformations continue to be the
leading cause of death in children under the age of one, unintentional injuries are still the number
one cause of death in American children in the age range of 1-18 years old (Centers for Disease
Control and Prevention [CDC], 2021). Also, approximately 500,000 American children confront
life-threatening illnesses on a yearly basis in America (Basu, 2013). This number is alarming and
should heighten awareness for healthcare providers regarding the number of families who
potentially experience emotional trauma from a child’s EOL. Also, the increase in EOL care
services over the past 50 years in national pediatric healthcare systems validates the significant
role this level of care can have in pediatric care and solidifies Dr. Cicely Saunders’s vision for
EOL care across all healthcare systems (Zadeh et al., 2018).
During the aftermath of pediatric EOL, bereavement, defined as a feeling of being
deprived of something valuable (Ferrell et al., 2014), begins. Bereaved parents can experience
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complicated grief reactions, psychological symptoms, physical health problems which can lead
to increased mortality, and psychological illnesses which may lead to suicidal ideation following
their child’s EOL (Bergstraesser et al., 2015; Li et al., 2005; Li et al., 2003). In addition to
physical and psychosocial factors, bereaved parents may also struggle with outside factors such
as funeral expenses, substantial medical expenses, pressure from employers to comply with the
cost of leaves of absence which, in turn, causes parents to drain their occupational benefits, and
other forms of economic burden (Fox et al., 2014). Furthermore, facial resemblance of the
bereaved parents, the sex of the deceased child, the age of the deceased child, and the cause of
death can contribute to the difficulties bereaved parents experience related to coping during the
bereavement period.
Pediatric EOL and bereavement are inarguably devastating and may become even more
problematic when families lack resources and familial support. For example, it was estimated
that 4.3 million American children did not have access to any form of health insurance in 2018
(United States Census Bureau, 2019). When considering family makeups, 11.2 million American
children live with single parents and approximately 24% of those children live with single fathers
(Livingston, 2013). In fact, paternal caregiving has nearly tripled since 1965 (Pew Research
Center, 2013). Even so, research related to paternal experiences in pediatric EOL is significantly
lacking.
Like other patient populations, pediatrics includes culturally diverse groups of acutely ill,
chronically ill, and terminally ill pediatric individuals and families whose cultural beliefs and
values impact fathers’ experiences at the end of a child’s life. From a general perspective,
pediatric EOL is extremely stressful and difficult for any father to experience due to its lingering
and sometimes unpredictable effects (Bergstraesser et al., 2015). Depending on the influential
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factors of a child’s EOL, bereavement presents its own set of challenges for fathers following the
end of their child’s life and “the recovery of a family from grief over a child’s death depends on
the manner of EOL care” (Basu, 2013, p. 730).
Current research on gender-specific differences in bereavement experiences consistently
shows the unique aspects of fathers’ bereavement responses and how they compare to mothers’
bereavement responses following the death of a child (Aho et al., 2011; Aho et al., 2008; Alam et
al., 2012; Sheldon & Cooper, 2008; Stroebe, 1998). Compared to mothers’ bereavement
experiences, fathers can become more work-focused and task-oriented following the death of a
child (Alam et al., 2012). Fathers also tend to delay the grieving process due to the challenge of
finding balance between the bereavement period and the ability to move forward after their
child’s death (Alam et al., 2012). Furthermore, the general discomfort of addressing pediatric
EOL can lead to isolation, unhealthy personal habits such as alcohol and drug use, mental
illnesses, failed marriages, or failed careers that remain in jeopardy since societal pressure is
indefinitely placed on the man’s role (Aho et al., 2006; Proulx et al., 2016). Traditionally,
various religions and cultures groom men to be in control, emotional tough, stoic, fearless,
strong, the head of their households, and the sole provider for their families (Hunt & Greeff,
2011; Linn et al., 2015). Irrespective of potential outcomes, both fathers’ prospective and
retrospective accounts provide unique views for pediatric EOL literature and add valuable insight
into their lived experiences. Therefore, if obtainable, both types of accounts are needed to
understand this phenomenon as fathers’ perspectives remain undiscovered in the body of
pediatric EOL literature.
Considering the increasing number of pediatric EOL specialists and the number of
children who die annually, there is undeniably a need to explore the topic more deeply. Even
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more specifically, the increase in single-parent father-led families, the potentially devastating
bereavement outcomes for fathers, and the lack of current research focused on fathers’
perspectives make it imperative to address fathers’ diverse needs during and after pediatric EOL.
Problem Statement
Pediatric EOL involves a multitude of emotions from feelings of guilt and anger to signs
and symptoms of pathological depression (Harper et al., 2015) and fathers, in particular, face
unique challenges during this time. Although authors began contributing to the overall
understanding of parental experiences at children’s EOL decades ago, current literature continues
to lack fathers’ holistic experiences on this topic. As a whole, this lack of information inhibits the
body of pediatric EOL literature and pediatric healthcare practices (Davison et al., 2017; Panter‐
Brick et al., 2014). Furthermore, considering the small sample sizes within pediatric EOL
nursing literature, the uniqueness of fathers’ experiences, stories, and voices remain severely
underrepresented (Davison et al. 2017; Macdonald et al., 2010). Since most of the current
nursing and other disciplinary literature frequently reports fathers’ and mothers’ experiences
together or primarily focus on mothers’ experiences alone, healthcare professionals can become
misguided in their thinking pertaining to fathers’ lived experiences at their child’s EOL (Aho et
al., 2011). As a result, health care professionals, including nurses, may wrongfully assume that
mothers and fathers share the same bereavement needs, coping styles, grief processes, and
overall experiences during and after the child’s EOL.
In order to capture and individualize fathers’ experiences in their entireties, pediatric
nursing researchers must devote more time to exploring fathers’ lived experiences when trying to
understand pediatric EOL. Studies have already found that men and women cope and grieve
differently when handling the death of a child (Cacciatore et al., 2008; Cacciatore et al., 2008; Su
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& Chen, 2013). Society also gives women unrestricted permission to grieve without scrutinizing
criticism while encouraging them to express their feelings and frustrations openly (Chaplin,
2015). This is not the case with men. For these reasons, this study was conducted to help narrow
knowledge gaps pertaining to fathers’ experiences in pediatric EOL that exist within the
literature and must be addressed.
Purpose
While the amount of published healthcare literature on the EOL in general is adequate,
wide knowledge gaps pertaining to the uniqueness and individualities of fathers’ lived
experiences at their child’s EOL exist. Including their experiences has the potential to promote a
broader and more complete understanding of pediatric EOL among healthcare professionals.
From a broad perspective, fathers fulfill unique roles within their families, suffer from a great
deal of pressure when fulfilling those roles, and their muted perspectives endlessly feeds into the
misunderstandings about them (Aho et al., 2011). These muted perspectives must be finally
heard; therefore, the purpose of this phenomenological study was to describe the lived
experiences of fathers who have experienced their child’s EOL.
Significance
This phenomenological study focused on fathers’ experiences at their child’s EOL is
significant to nursing. It is necessary to acknowledge a nationally recognized standard of care,
family-centered care (FCC) (McGraw et al., 2012). McGraw et al. (2012) defined FCC as care
that “recognizes family’s values, beliefs, and emotional needs” (p. 2). From the nursing
perspective of holistic care which could equate to FCC, the primary tenet of holistic care
includes care for the ‘whole’ patient or family rather than the individual disease (Papathanasiou
et al., 2013). In line with FCC, holistic care focuses on all parts of the patient or family ranging
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from the physical aspects to the spiritual aspects of a person without neglecting a singular part
(Papathanasiou et al., 2013). Furthering this perspective, holistic care is not fully provided at
children’s EOL until the inclusion of fathers’ experiences occurs during each EOL encounter as
fathers are human beings whose needs must be acknowledged and fully addressed equally with
mothers’ needs. This study begins to close knowledge gaps through the inclusion and
contribution of fathers’ experiences which contributes to the body of nursing knowledge.
With regard to clinical practices, previous studies focused on fathers’ experiences have
acknowledged fathers’ needs regarding their experiences at their child’s EOL. In particular,
multiple studies have reported fathers’ needs concerning the need for detailed information related
to their child’s plan of care at the EOL, full inclusion in all aspects of their child’s EOL care, and
desired support options such as active engagement with their child’s healthcare team (HCT) and
support groups at their child’s EOL (Aho et al., 2011; Alam et al., 2012; Nicholas et al., 2016;
Ware & Raval, 2007). Fathers in Nicholas et al.’s (2016) grounded theory study expressed
various challenges with maintaining a certain socioeconomic status, a balance of control,
relationships with others, and a sense of uncertainty. Aho et al. (2011) reported meaningful
outcomes related to tailor made support packages that matched each father’s personal situation.
According to these authors, effective communication strategies and supportive measures for
bereaved fathers are urgently warranted for nursing practice (Aho et al., 2011; Alam et al., 2012;
Nicholas et al., 2016; Ware & Raval, 2007). Additionally, these findings also suggest the need to
design and modify support services accordingly to support fathers’ psychological needs at their
child’s EOL. For nurses to provide adequate supportive measures for fathers and to gain a deeper
understanding of fathers’ emotions and expressions, an important practical implication nurses
may use as an aid during the process is the screening of fathers’ behavioral expressions and
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emotions (Alam et al., 2012). Findings from this phenomenological study can provide insight
into their experiences allowing for identification of influential and significant factors that can
shape potential nursing interventions thereby effectively changing practices.
The American Nurses Association’s (ANA) (n.d.) position statement on nurses’ roles and
responsibilities at the EOL recognizes the need to address gaps in nursing education since
“excellence in end-of-life care is complex” and multidimensional (Summary section, p.6).
According to the ANA’s (2016) statement, nurses still lack formal education in the EOL.
Therefore, fathers’ experiences remain unclear. Within ANA’s (2016) position statement, an
immediate finding includes the absence of the pediatric population which suggests the need for
more pediatric EOL policies on the local and national level. To follow the same trajectory of
excluding pediatric EOL in healthcare dialogue, nursing knowledge of parents’ needs especially
fathers’ needs will remain limited. Suggested by the ANA (2016), the increase in formal
education on the EOL in nursing academic programs and work settings, written educational
resources on the EOL, and research on best practices for the quality of EOL care can help narrow
knowledge and practice gaps in EOL care. These interventions could apply to the pediatric
population and be solidified through the development of pediatric EOL policy as well. As
contributing research to education on pediatric EOL, this study addressed knowledge deficits
pertaining to pediatric EOL and specifically fathers’ lived experiences. Discussed in Chapter 2,
several aspects of pediatric EOL care ranging from communication to bereavement can affect
parents’ experiences at their child’s EOL. Though this singular study is not representative of all
fathers’ experiences at their child’s EOL, study results add to current knowledge related to
fathers’ experiences and reveal aspects of pediatric EOL that require attention in pediatric EOL
policy.
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Specific Aim
The specific aim for this study was to describe the lived experiences of fathers who
experienced their child’s EOL.
Research Question
Since the overall goal of phenomenology is to describe the universal essence of an
experienced phenomenon, researchers conduct studies in order to understand common meanings
within the lived experiences of several individuals (Creswell, 2013). While it is acceptable for
actual research questions to go unstated in phenomenological inquiry, this study used one broad
research question to guide the study (Richards & Morse, 2013). The over-arching research
question was: What are the lived experiences of fathers who experienced their child’s EOL?
Conceptual Definitions
During this fragile moment in time, EOL means different things to those who experience
it and those who witness it. This is also the case with those involved in the patient’s EOL care
from a healthcare perspective. Like other concepts, EOL can evoke ideas and thoughts which, in
turn, can result in opposing views in healthcare, the interchangeability of concepts, and possibly
conceptual confusion (Morse et al., 1996). Prior to researching fathers’ lived experiences of
pediatric EOL, conceptual clarity is needed (Morse et al., 1996). For this study, the following
conceptual definitions were used:
Pediatric End-of-Life
Pediatric end-of-life is a time of short life expectancies ranging from 6 months or less,
irreversible declines in physical health, various levels of emotional impact and communication
via touch or verbal, undivided attention to the psychological and physical needs of the dying
child who may or may not have the ability to interact with family members, friends, and staff
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members, collaborative decision making between staff, family members, and patients, and the
opportunity for dying children to live life fully until its end (Hui et al., 2014; McConnell &
Porter, 2017; The Nemours Foundation, n.d.). For this study, pediatric end-of-life also includes
unexpected deaths or loss of a child.
Pediatric End-of-Life Care
Pediatric end-of-life care is the compassionate, emotional, spiritual, and physical care
children in the age range of newborn to 18 years old receive during the dying phase of a terminal
illness (Krausz, 2014; Rosengarten & Carr, 2020). Pediatric end-of-life care is a level of care
designed to create moments of comfort and peace for the dying child in which he or she
experiences physiological changes such as temperature, breathing, feeding, pain, alertness, and
sleep changes in the final moments of life (Rosengarten & Carr, 2020; Wolfe et al., 2011).
Father
A father is defined as a man who fulfilled a significant role in a child’s life whether he is
the child’s stepfather or biological father (Hobson & Noyes, 2011).
Philosophical Perspective
For this phenomenological study, Merleau-Ponty’s existential phenomenology provided
the supporting philosophical perspective. The key tenets of Merleau-Ponty’s philosophy include
time, relationships with others, intentionality, embodiment, and perception (Thomas, 2005).
Merleau-Ponty supports the exploration of lived experiences as they are given before scientific
explanations are considered (Omery & Mack, 1995). Applying this phenomenological
perspective to this study, scientific explanations describing the lived experiences of fathers who
experienced their child’s EOL were not included. Further discussion about Merleau-Ponty and
existential phenomenology is provided in Chapter 3.
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Assumptions
When acknowledging the sensitive nature of this phenomenon and relevance of current
literature, I made the following assumptions:
1. Fathers who experience their child’s EOL want to share their lived experiences.
2. The majority of the sample will consist of African American and Caucasian fathers.
3. The primary cause of the deceased children’s deaths is due to chronic illnesses.
4. Few fathers will report accidents as the primary cause of their deceased children’s

cause of death.
Limitations
Different from delimitations, limitations consist of influences the researcher is unable to
control whereas delimitations consist of influences the researcher can independently control
(Arkansas State University, n.d.). When considering the sensitivity of the timing of children’s
EOL, the nature of this study and general effects of the global pandemic, COVID-19, posed the
problem of low response rates for study participation which would have already been a possible
challenge prior to its emergence. As a result, important, unexplored, and prospective perspectives
from silent fathers were potentially missed. Depending on personal grieving and coping styles,
fathers in general may not have the mental strength or capacity to adequately respond to
interview questions. To prepare for this limitation, Zoom was offered as an option for data
collection purposes, fathers were interviewed until saturation was achieved, time was allotted
during interviews when fathers began to struggle emotionally, interview dates were modified to
accommodate fathers if requested, and any questions or concerns they had were addressed (Miles
et al.,2014; Palinkas et al., 2015). Other limitations included participants’ limited participation in
their one-on-one interviews, limited diversity amongst participants, the small number of pediatric
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accidental deaths, fathers’ retrospective accounts, and recall bias as some fathers found it
challenging to recall certain aspects of their lived experiences. In the end, the retrospective
accounts of eight fathers were collected.
Delimitations
A major delimitation for this phenomenological study included the use of purposeful
sampling. Compared to other sampling techniques in research, this specific technique allows “the
identification and selection of information-rich cases related to the phenomenon of interest”
(Palinkas et al., 2015, p. 533). Another major delimitation for this study included the location in
which the study took place. Recruitment took place via online in one geographic area in
Southwestern Tennessee as opposed to additional widespread areas. This may have contributed
to the lack of diversity in the sample. An additional delimitation included the method of data
collection via Zoom and telephone. While Zoom afforded the opportunity to conduct interviews
via video to see fathers’ facial expressions and body language, one father chose to opt out of
using the video feature Zoom offered during his interview. In the end, for this father, facial
expressions and body language were not analyzed during the data analysis phase.
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Chapter 2. Literature Review
This chapter provides an overview and critique of the relevant literature considered for
use in this study. I include information about literature search methods and databases used. The
review is divided into seven sections: (a) communication, (b) culture, (c) decision making, (d)
quality of care, (e) emotional support, (f) physical accommodations, and (g) bereavement. I
identify gaps in the literature and address how this study can help close these gaps.
Search Methods
Initially, the literature search began with obtaining articles from the following seven
databases: (a) Cumulative Index to Nursing and Allied Health Literature (CINAHL), (b)
PsychINFO, (c) PsychARTICLES, (d) Health Source: Nursing/Academic Edition, (e) Child
Development and Adolescent Studies, (f) Health Source: Consumer Edition, and (g) Nursing and
Allied Health Collection: Comprehensive using search terms end of life, pediatric, and father.
This search only generated 45 results. After duplicates were removed, only 27 articles were left
for consideration. Of those 27 articles, only five articles met the inclusion criteria.
A second search was conducted due to the low number of relevant articles from the first
search. This search included use of the same seven databases and search terms end of life,
experience, and father. This search yielded 66 articles. Out of 66 articles, 22 articles were
eliminated as they were not directly associated with fathers’ experiences at their child’s EOL.
As a result of the remaining 44 articles and their duplicates being removed, only six articles met
the inclusion criteria.
During the final search, the same seven databases were used along with search terms end
of life, pediatric, parents, and experiences. Different from the first two searches, this search
included both parents’ experiences at their child’s EOL for the purpose of gaining a
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comprehensive understanding of the greater literature on parents’ experiences and analyzing
existing literature on this shared phenomenon known as pediatric EOL. This last search yielded
190 articles. After duplicates were removed, the author read abstracts of the remaining 117
articles for relevance. In the end, 30 articles met the inclusion criteria.
Communication
The first section of this literature review describes how communication affected parents’
experiences at their child’s EOL. Divided into smaller sections, studies within this section
address communication barriers parents experienced, multiple factors of effective
communication, the delivery of written health information, and continuity of care.
As a dominating overarching theme in pediatric EOL literature, communication is
integrated into every aspect of the EOL. Both verbal and nonverbal communication norms
severely influence the experiences of every involved family member as well as healthcare
providers (Keeley, 2016). However, in some cases, conflicting communication norms may lead
to communication barriers (Keeley, 2016).
Viewed as the top principle of collaborative relationships in healthcare, the American
Nurses Association (ANA) and the American Organization of Nurse Executives (AONE) (n.d.)
view effective communication as a means for bridging communication divisions. The ability of
hospital staff to effectively manage parental communication needs was reported in only three
studies (Latha et al., 2016; Michelson et al., 2013; Robert et al., 2012). Effective communication
included the following (a) receiving consistent information from different team members shared,
(b) the benefits of participating in daily rounds for their child, (c) having an awareness of their
child’s health status and plan of care, and (d) honest and sensitive conversations with their
child’s HCT (Falkenburg et al., 2020; Latha et al., 2016; Michelson et al., 2013; Robert et al.,
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2012; Sedig et al., 2020; Sedig et al., 2020). Robert et al. (2012) reported parents’ positive
opinions on the communicative efforts their child’s HCTs made in the tertiary comprehensive
cancer center where their children died. From parents’ viewpoints, hospital staff put forth sincere
efforts to openly communicate with them instead of merely mentioning communication goals to
parents in passing. In their study, half of Latha et al.’s (2016) sample described communication
at their child’s EOL as excellent.
Communication Barriers
Before communication barriers parents identified are analyzed, it is imperative to first
acknowledge general communication barriers in everyday communication as the overlap
between general communication barriers and reported communication barriers is evident.
General communication barriers consist of: (a) muddled messages, (b) stereotyping, (c)
communication sent to the wrong channels, (d) lack of feedback, (e) poor listening skills, (f)
interruptions, (g) physical distractions, (h) lack of transparency and trust, (i) direct and indirect
approaches, (j) cultural differences and languages, (k) mixed messages, (l) information overload,
(m) emotional disconnects, (n) lack of source credibility, and (o) gender differences (Drexel
University, n.d.; Ohio State University, n.d.; Oregon Health & Science University, n.d.;
University of Minnesota, n.d.). To date, several studies consistently address some of the same
general communication barriers in parents’ experiences at their child’s EOL. Reported
communication barriers include the lack of clear information from the child’s HCT, mixed
messages between parents and the child’s HCT, parents’ inabilities to form pertinent questions
related to their child’s EOL care, the lack of honesty about child’s health status, poorly delivered
information, misinterpretation of their child’s poor prognosis, limited information on treatment
options, and the lack of clarity regarding staffs’ roles (Balkin et al., 2015; Baughcum et al., 2017;
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Beernaert et al., 2019; Butler et al., 2019; Contro et al., 2010; Hoover et al., 2014; Lord et al.,
2020; Lovgren et al., 2016; McGraw et al., 2012; Mekelenkemp et al., 2020; Robert et al., 2012;
Sedig et al., 2020; Tan et al., 2012; Thienprayoon et al., 2016; Verberne et al., 2019). A previous
study also identified the lack of clarity regarding nurses’ roles in which pediatric oncology
nurses did not completely understand their own role in communication during PPC and care at
the EOL (Montgomery, 2013)
In addition to those reported barriers, Monterosso and Kristjanson (2008) described
numerous delays experienced by parents in the delivery of news pertaining to their child and
identified the need for their concerns to be taken more seriously. Seeking to understand
communicative aspects of parents’ experiences, Latha et al. (2016), Monterosso and Kristjanson
(2008), and Wang et al. (2019) found that failed communication between parents and their
child’s HCT caused parents to view PPC as an independent process versus an interwoven process
and misunderstand the concept of PPC and its overall purpose. Experiencing the same issue with
time, parents in Hoover et al.’s (2014) qualitative exploratory analysis wished physicians
approached them earlier in the decision making (DM) process about donating their child’s
organs. Aiming to describe parents’ experiences of organ donation decision making, Hoover et
al. (2014) reported that inadequate communication and limited time to discuss organ donation
left parents feeling rushed and ambivalent in their DM (Hoover et al., 2014). Discussed in other
studies, time was also identified as a contributing factor to communication barriers parents
experienced (Baughcum et al., 2017; Lord et al., 2020; Zaal-Schuller et al., 2016). Presented as a
unique finding, parents in Lord et al.’s (2020) study believed EOL discussions with their child’s
HCT became overwhelming when the discussions occurred too frequently for their liking.
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Language Barriers
For other parents, language barriers were the primary communication problem parents
experienced at their child’s EOL (Contro et al., 2010; Davies et al., 2010; Thienprayoon et al.,
2016). Amongst personal problems of low job security, insufficient funds, poor staff and familial
support, and general concerns about their well beings, Limited English Proficient (LEP) Spanish
speaking parents did not receive appropriate help or necessary information about their dying
child (Contro et al., 2010). Parents primarily commented on the lack of general health
information including simple information such as hospital orientation (Contro et al., 2010).
Unfortunately, Thienprayoon et al.’s (2016) study highlighted the same communication problem.
Spanish speaking parents reported the inconsistent use of interpreters in the emergency
department and during their child’s entire hospice experience (Thienprayoon et al., 2016).
Language barriers ultimately prevented Spanish speaking parents from connecting with their
children’s HCTs and understanding EOL interventions for their child. Spanish speaking parents
in Davies et al.’s (2010) grounded theory study placed blame on themselves for not
understanding medical information in the appropriate context despite reporting the lack of basic
information they received from healthcare providers (Davies et al., 2010).
Nearly identical circumstances as those stated in Davies et al.’s (2010) study, parents in
Zaal-Schuller et al.’s (2016) study reached out to family members with healthcare experience for
a second opinion or searched the internet for answers to their questions due to language barriers,
the lack of information they received from healthcare providers, and several missed opportunities
to discuss their child’s condition with healthcare providers before their child’s health declined
(Zaal-Schuller et al., 2016). The language barrier is augmented by the lack of available medical
interpreters. According to the Tung (2020), there is a high demand for medical interpreters who
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are in short supply. For example, there are 1.7 million LEP Californians with healthcare
coverage and only 738 certified medical interpreters (Tung, 2020). In 2015, the Migration Policy
Institute (2016) revealed more than 25.9 million people were Limited English Proficient (LEP)
or spoke English less than “very well”. In 2019, there were 77,400 interpreter jobs available for
certified interpreters (Bureau of Labor Statistics, 2020). However, the number of medical
interpreter positions in children’s hospitals of those 77,400 interpreter jobs is unknown. These
statistics demonstrate the severe imbalance between the number of people who could require
interpreter services and the number of people who are certified to provide these services.
Additionally, the possibility of malpractice claims in healthcare could explain the reason for the
small number of certified medical interpreters in the U.S. (CHR, 2018). Based on these numbers,
it is highly likely that language barriers will continue to be a problem reported in pediatric EOL
healthcare literature.
Delivery of Written Health Information
Communication of health information is essential for families at pediatric EOL. For
collaboration purposes at the EOL, the American Academy of Pediatrics (AAP) (2017)
recommends thorough communication pertaining to children’s conditions with both family
members and children to allow for full decision-making and participation in their own EOL care.
Although there are recommendations for promoting thorough communication, deficits still exist.
To promote thorough communication at a child’s EOL, written health information can be a
valuable communication method (Xafis et al., 2015). Only three groups of parents reported the
value of written health information at their child’s EOL (Baughcum et al., 2017; Butler et al.,
2019; Xafis et al., 2015). Parents in Butler et al.’s (2019) study found that written information
inclusive of pictures and diagrams help reiterate valuable information and enhance understanding
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of their child’s EOL. When considering the dearth of pediatric health information on artificial
nutrition and hydration (ANH), some parents found written adult medical information on the
topic helpful in their decisions to forgo or not forgot ANH at their child’s EOL (Rapoport et al.,
2013). Likewise, in a retrospective study on parents’ perception of their infant’s EOL care in the
neonatal intensive care unit (NICU), parents reported this preference in response to excessive
technical terms in physicians’ verbal explanations (Baughcum et al., 2017). These findings
correspond with the findings of an Australian pilot study conducted to address potential
communication gaps at a child’s EOL (Xafis et al., 2015). Parents viewed the provided written
resources as helpful communication tools as they faced their child’s EOL (Xafis et al., 2015).
Seen as comforting aids and guides for complex decision making, written communication
resources may contribute to thorough and open communication between parents and their child’s
HCT at children’s EOL (Delany et al., 2017). Due to the small number of studies on parents use’
of written health information at their child’s EOL, further research is warranted (Baughcum et
al., 2017).
Continuity of Care
The most frequently cited communication difficulty parents identified was an issue with
HCTs providing continuity of care at their child’s EOL. The need to increase continuity of care
was repeatedly identified and emphasized (Baughcum et al., 2017; Butler et al., 2019; Contro et
al., 2010; Darbyshire et al., 2012; Davies et al., 2010; Hoover et al., 2014; Lovgren et al., 2016;
McGraw et al., 2012; Michelson et al., 2013; Monterosso & Kristjanson, 2008; Rapoport et al.,
2013; Robert et al., 2012; Tan et al., 2012; Thienprayoon et al., 2016; Verberne et al., 2019;
Zaal-Schuller et al., 2016). The American Academy of Family Physicians (AAFP) (n.d.) states
that continuity of care “is concerned with the quality of care over time, reduces fragmentation of
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care, gains patients’ confidence, and improves patient safety and quality of care” (All Policies
section, para. 3). AAFP (2018) also defines continuity of care as “a long-term patient-physician
partnership in which the physician knows the patient’s history from experience and can integrate
new information and decisions from a whole-person perspective efficiently without extensive
investigation or record review” (para. 2). Only one study found that parents unexpectedly
appreciated interaction with the same members of the research study team and felt continuity of
care was important for the prevention of medical errors (Tan et al., 2012). Parents in several
studies appreciated continuity of care from primary physicians, nurses, attending physicians,
bereavement staff, and even phlebotomists who knew them and their children (Baughcum et al.,
2017; Butler et al., 2019; Contro et al., 2010; Darbyshire et al., 2012; Davies et al., 2010; Hoover
et al., 2014; Lovgren et al., 2016; McGraw et al., 2012; Michelson et al., 2013; Monterosso &
Kristjanson, 2008; Rapoport et al., 2013). Based on study results, these repeated requests
referring to continuity of care are common expectations during children’s EOL since parents
often describe a) the importance of consistent information from providers, b) not feeling
pressured about DM by unfamiliar healthcare providers, and c) being on “the same page” with
healthcare providers (Davies et al., 2010; Rapoport et al., 2013; Zaal-Schuller et al., 2016). Such
studies provide insight into current parental needs at their child’s EOL. Altogether, these
collective findings support continuity of care as an important concept in the studies of parents’
experiences at their child’s EOL.
Gaps and Summary
Currently, there is a growing consensus to address fathers’ communication deficits. As
the only study that separately addressed fathers’ communication needs from mothers’ needs,
Baughcum et al. (2017) found that 94% of fathers believed they were well informed of their
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child’s health status. Despite this positive finding, fathers still report the lack of effective
communication and the constant feeling of being marginalized in family communication at their
child’s EOL (Nicholas et al., 2016). Fathers’ communication deficits could be due to men’s
natural tendencies to limit personal expressions, tendencies to allow mothers to assume complete
control of the child’s care, and tendencies to suppress their feelings, thoughts, and emotions
(Brody & Hall, 2008). This issue has existed for some time. Even in the 1980s, Dyregrov and
Matthiesen (1987) indicated that communication issues fathers experience at their child’s EOL
may cause reduced couple communication within marriages.
While there is a noticeable increase in the body of literature focused on parents’
experiences with communication at their child’s EOL, more work must be done. Nearly every
group of authors addressed communication aspects of parents’ experiences at their child’s EOL.
However, only three studies discussed the need for more studies on parents’ communication
needs at their child’s EOL. Suggested areas to help with narrowing knowledge gaps include
additional studies on communication between dying children, parents, and providers, language
barriers Hispanic families face at their child’s EOL, and more explicit communication between
providers and parents (Contro et al., 2010; McGraw et al., 2012; Robert et al., 2012).
Communication deficits stem from the following (a) the lack of clarity regarding staffs’
roles, (b) limited time to discuss the child’s plan of care for their EOL, (c) delays in news about
their child’s health status, (d) excessive medical jargon, (e) poor record keeping, (f) negative
commentary from staff, (g) parents’ lack of awareness for the reasons why certain medical
interventions occurred, (h) language barriers, and (i) parents’ inabilities to form pertinent
questions due to the lack of health information. Parents’ experiences were positively affected
according to the following findings: (a) consistent information from staff, (b) opportunities to
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participate in daily rounds with staff, (c) complete awareness of their child’s health status, (d)
staffs’ sincere efforts to openly communicate with parents, (e) less difficulties with
communication, and (f) parents’ expectations for the dying child closely matching physicians’
expectations. Only one study reported fathers’ positive feedback on communication during their
experiences at their child’s EOL as a main finding in their study (Baughcum et al., 2017).
Clearly, a major gap exists as fathers’ specific communication needs are consistently overlooked
in the research. This study may help to begin to close this gap as fathers may share information
about communication needs, processes, and wishes in describing their lived experience.
Culture
Heavily contributing to communication factors at children’s EOL, cultural factors can
inherently affect parents’ experiences. Holistic EOL care requires healthcare providers to assess
communication preferences in addition to the following: (a) family beliefs towards health and
illnesses, (b) families’ cultural needs in their entireties, (c) cultural lifestyle patterns that possibly
originated from prior generations within various families, and (d) one’s own culture to avoid
superior-like assumptions about others’ cultures (Chovan, Cluxton, & Rancour, 2015).
Encouraging culturally competent healthcare systems, the Joint Commission (n.d.) “requires
organizations and their personnel to do the following: (a) value diversity, (b) assess themselves,
(c) manage the dynamics of differences, (d) acquire and institutionalize cultural knowledge, and
(e) adapt to diversity and cultural contexts of individuals and communities served” (p.1). Often
times, culturally incompetent individuals possess shallow viewpoints of culture when defining
race and ethnicity as the only components of culture (Chovan, Cluxton, & Rancour, 2015). To
gain a comprehensive understanding of culture and its role in parents’ experiences at their child’s
EOL, gender, age, sexual orientation, religion, spirituality, socioeconomic status, and differing
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abilities are the other components healthcare providers must consider (Chovan, Cluxton, &
Rancour, 2015).
The increasing diversity amongst different ethnic groups in the U.S. forces healthcare
providers to recognize the growth in cultural needs. By 2044, the United States Census Bureau
(USCB) (n.d.) projections suggest that more than 50% of Americans will represent minority
groups. The USCB projections also suggest a majority-minority crossover in the pediatric
population and an increase in pediatric diversity by the year of 2020 (USCB, n.d.). With these
census projections in mind, cultural factors affecting parents’ experiences must be seen as
priorities in care plans for dying children and their families.
Cultural Barriers
Several studies noted cultural aspects in parents’ experiences at their child’s EOL
(Baughcum et al., 2017; Contro et al., 2010; Davies et al., 2010; Falkenburg et al., 2016;
Stevenson et al., 2016; Tan et al., 2012; Thienprayoon et al., 2016; Zaal-Schuller et al., 2016).
Results from three studies explained adverse cultural encounters between HCTs and parents of
dying children (Davies et al., 2010; Thienprayoon et al., 2016; Zaal-Schuller et al., 2016). In
particular, Davies et al. (2010) conducted a grounded theory study in which they obtained
narratives from 25 mothers and 11 fathers of Mexican American and Chinese American families.
These authors found that parents’ critical feedback came from physicians’ failure to thoroughly
assess religious values, cultural values, and family preferences (Davies et al., 2010). Overall,
parents believed physicians blindly led their child’s plan of care at the EOL due to their lack of
attention to families’ cultural beliefs and preferences (Davies et al., 2010). Physicians’ actions in
this study are incongruent with MGH Institute of Health Professions’s (n.d.) standards on
cultural competency training which discuss the need for physicians avoid cultural stereotypes,
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learn how to adjust to cultural differences, and maintain a sense of awareness and openness about
cultural norms. Their incongruent actions caused physicians to fail at providing culturally
competent as it is the “foundation for meaningful care” (Transcultural Nursing Society, 2021,
Philosophy/Values section, para 3).
To explore pediatric hospice experiences and the ways race and ethnicity influence those
experiences, Thienprayoon et al. (2016) examined parental perspectives of 18 mothers and 13
fathers whose children died from cancer. Conducted in the English and Spanish languages, 16
interview questions addressed the following: (a) discrimination, (b) religions, (c) health literacy,
(d) trust of the healthcare system, (e) quality of care, (f) parents’ hospice experiences, (g)
parents’ understanding and expectations of hospice, and (h) cancer journeys. Coinciding with
Thienprayoon et al.’s (2016) study findings, Zaal-Schuller et al.’s (2016) study directly speak of
the multi fold issues pertaining to cultural conflicts at the child’s EOL. Cultural conflicts and
differences created challenging circumstances for parents and their child’s HCT instead of
increasing opportunities for HCTs to learn about parents’ cultures (Thienprayoon et al., 2016;
Zaal-Schuller et al., 2016). Furthermore, Contro et al. (2010) reported that Hispanic parents felt
coerced into changing their cultural traditions due to burdensome financial responsibilities.
Impoverished Hispanic families experienced lasting emotional disturbances and specifically,
unwanted feelings of discrimination concerning differences in treatment between them and nonHispanic Anglos, hospital visitation rules, and financial statures (Contro et al., 2010). Emotional,
language, and especially cultural barriers inhibited culturally sensitive and competent care for
children at the EOL and their parents (Contro et al., 2010).
The combined effects of cultural conflicts and differences can adversely impact parentprovider relationships and, consequently, result in less-than-optimal care (Gray et al., 2014). To
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minimize cultural conflicts, healthcare providers should thoroughly assess and fully address their
own perceived ideas about pediatric populations prior to caring for them (Chovan et al., 2015).
Research shows that families are more likely to have meaningful experiences when their cultural
needs are consistently met and considered (Gray et al., 2014). Thienprayoon et al. (2016)
reported a neutral cultural approach by healthcare providers was needed to produce more
positive outcomes for parents’ experiences. During a difficult time like pediatric EOL, healthcare
providers must make a conscious effort to learn about each family’s culture, avoid inserting
personal opinions into children’s EOL care, and persuasive conversations with grieving and
emotionally vulnerable parents (Gray et al., 2014).
Honoring the Child’s Legacy
Sometimes seen as a traditional activity for families of different cultural backgrounds,
developmentally appropriate legacy-making activities can potentially ease perceived suffering in
dying children, inspire them to explore their creative sides before complete deterioration, find
meaning in their lives in spite of their illnesses, and provide much needed comfort to families
holistically (Foster et al., 2012). Twenty two percent (n = 5) of the articles this review examined
included parents’ cultural considerations and obtained parental feedback on their preferred
legacy-making activities for their seriously ill child. Hand molds/handprints, locks of hair,
memory books and journals, photography, art, writing, music, videos, last-used bandages,
footprints, and hospital bracelets were all found to be cherished legacy-making activities and
souvenirs (Baughcum et al., 2017; Butler et al., 2019; Falkenburg et al., 2016; Stevenson et al.,
2017; Tan et al., 2012). Tan et al. (2012) also found that passing down items belonging to the
dying child and sharing their stories were altruistic acts parents used to express their cultures,
give meaning to their personal experiences at their child’s EOL, and make memories of their
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dying child. Reporting a different option for honoring their child’s legacy, Contro et al. (2010)
found that parents viewed cultural rituals of visiting the child’s cemetery, placing fresh flowers
on the child’s grave site, and keeping the child’s burial site clean as integral components of their
experiences. Similarly, parents in Wang et al.’s (2019) study identified rituals, prayer, and
changing their child’s name as ways of honoring their child in terms of wishing for their child’s
survival. Believing certain changes to their lifestyles would better their child’s chances of
survival, parents in this same study also became vegetarians and donated money to temples and
Taoist priests (Wang et al., 2019).
Gaps and Summary
As a common gap authors identified in nearly half of this review’s studies, the lack of
cultural diversity amongst parents continues to limit understanding of parents’ experiences at
their children’s EOL (Balkin et al., 2015, Baughcum et al., 2017; Darbyshire et al., 2012;
Erlandsson et al., 2011; Lovgren et al., 2016; McGraw et al., 2012; Michelson et al., 2013;
Robert et al., 2012; Thienprayoon et al., 2016; Zaal-Schuller et al., 2016).
As a result, several aspects of parents’ cultural experiences at their child’s EOL remain
unclear. To address knowledge gaps, studies on parents from different cultural backgrounds, the
development of tools for greater understanding of Mexican American parents’ experiences at
their child’s EOL, and ways religion impact parents’ experiences is required (Contro et al., 2010;
Davies et al., 2010; Falkenburg et al., 2016; Stevenson et al., 2017; Zaal-Schuller et al., 2016).
Additionally, fathers’ cultural experiences are almost entirely lacking from the literature.
The relevant literature clearly elucidates culture, cultural sensitivity, and cultural
activities include legacy-making activities and rituals as important in pediatric EOL. Authors
attributed experiences of adverse cultural encounters to: (a) parents feeling that HCTs ignored or
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failed to assess their cultural values and preferences, (b) parents feeling coerced into changing
their cultural traditions, and (c) parents experiencing unwanted feelings of discrimination.
Cultural rituals such as legacy-making activities and burial site visits added meaning to their
experiences at their child’s EOL. Authors also noted that legacy-making is an individualized
process for grieving and bereaved families. Ultimately, families will choose how they prefer to
remember their loved one before or during their loved one’s last moments. Legacy-making
activities may provide a sense of comfort when grieving the anticipated loss of their child.
Decision Making
Study results on communication factors and cultural factors thus far provide evidence that
several factors impact parents’ experiences at their child’s EOL in various ways. The following
section will discuss parents’ experiences with EOL decision making (DM) at their child’s EOL.
Decision making continues to be one of the most challenging aspects in pediatric EOL
that parents can experience. Historically, pediatric DM has been dominated by the medical
model with little focus on the full inclusion of family DM. Representing the medical profession,
Berman and Issacs’s (1984) book, Pediatric Decision Making, primarily discusses problem
solving for life threatening pediatric illnesses and places a strong emphasis on diagnosing and
treating the child accurately. Berman and Issacs’s (1984) approach benefit the traditional medical
model for general pediatric healthcare. However, their approach disregards family participation
in the DM process for pediatric patients. Devoted to traditional methods and positivist principles,
pediatric HCTs may consider shared EOL DM with grieving parents a difficult task due to
HCTs’ medical views towards futile care, care that parents often request at children’s EOL
(Zaal-Schuller et al., 2016).
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Described as a central component in the death and dying process, DM requires consistent
parental involvement and active collaboration with multidisciplinary HCTs. According to Currie
et al. (2016), DM is also seen as a determining factor in parents’ abilities to accept and
effectively cope with the residual effects of their child’s death. Six groups of parents discussed
their appreciation for opportunities to engage in shared DM with the involved physician and time
to critically think about complex decisions and their potential consequences (Baughcum et al.,
2017; Kars et al., 2011; Lord et al., 2020; Rapoport et al., 2013; Sedig et al., 2020; Zaal-Schuller
et al., 2016). Specifically, in the qualitative study of Zaal-Schuller et al. (2016), parents of 14
children who died from multiple disabilities displayed optimism about their personal experiences
when describing disagreements within the DM process between them and their child’s HCT.
Parental disagreements with their child’s HCTs essentially encouraged deep exploration of other
treatment options that had not been considered prior to their disagreements (Zaal-Schuller et al.,
2016). This same group of parents also felt as if their opinions weighed the most against
physicians’ opinions and represented the final point in the DM process for their child’s EOL
(Zaal-Schuller et al., 2016). Parents in the remaining studies also experienced this same level of
autonomy during EOL DM at their child’s EOL. Examining parents’ perspectives of their
infant’s EOL care 3 months to 5 years after their infant died in the NICU, Baughcum et al.
(2017) found that parents described themselves as the ultimate decision makers and their level of
responsibility in their child’s EOL DM as “just right”. As decision makers at their child’s EOL,
parents in Lord et al.’s (2020) study used past experiences with escalations in their child’s health
during acute deterioration to guide EOL DM when occurring under similar clinical
circumstances. While parents in Rapoport et al.’s (2013) study experienced full autonomy with
the decision to forgo artificial nutrition and hydration for their dying child, parents mostly based
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their decision on adult medical literature on forgoing artificial nutrition at hydration at the EOL.
Although adult medical literature provided by their child’s HCT was used as a guide for parents’
DM, parents still found the literature helpful in conjunction with physicians’ past experiences
with forgoing artificial nutrition and hydration they shared with parents. Honoring their own
wishes, parents in Kars et al. (2011) interpretive study believed it was their turn to assume care
and full responsibility of their child’s EOL care. After years of providing care to children with
incurable cancer, the children’s HCTs relinquished EOL DM to parents who requested EOL care
at home for the purpose of creating balance for the dying child.
Sharing negative experiences with EOL DM, parents in five studies reported negative
factors involving children’s EOL DM (Baughcum et al., 2017; Hoover et al., 2014; Verberne et
al., 2019; Wang et al., 2019; Zaal-Schuller et al., 2016). Those factors include: (a) feelings of
exclusion from decisions pertaining to their child on more than one occasion, (b) rushed when
ambivalent about major decisions, (c) frustrated with physicians’ assumptions regarding their
level of readiness to make independent decisions, (d) tension during the EOL DM process, and
(e) dissatisfied when HCTs did not fulfill their wishes once decisions were made (Baughcum et
al., 2017; Verberne et al., 2019; Zaal-Schuller et al., 2016). Two groups of parents identified the
need to improve the timing of the EOL DM process due to short amounts of time they had to
make decisions about their child’s EOL along with the need for providers to follow up with
parental preferences in case parents changed their minds about prior decisions (Hoover et al.,
2014; Zaal-Schuller et al., 2016). Only one group of authors found that EOL DM was a stressful
process for parents due to disagreements amongst parents themselves (Wang et al., 2019).
Current literature still describes negative factors associated with parents’ experiences with EOL
DM for their dying child. Coinciding with this review’s study findings, parents in a qualitative
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study expressed feelings of confusion and abandonment when presented with conflicting advice
by their child’s HCT (Mitchell et al., 2019). More research on parents’ experiences with EOL
DM for their child would be valuable to this body of literature (Mitchell et al., 2019).
Parental Advocacy
One consistent area of debate in pediatric EOL DM discussions is centered on parental
advocacy. In particular, there is still debate about the dying child’s best interests in the midst of
conflicting interests (Howe, 2013). In two qualitative studies, parents identified the role of
advocacy as the key ingredient in EOL DM as opposed to emotional and time factors other
groups of parents described (Mekelenkemp et al., 2020; Robert et al., 2012). With a different
goal in mind, parents in Robert et al.’s (2012) study proactively advocated for their dying
children by taking control of the DM process instead of waiting for physicians to discuss the
possibility of their child’s death with them. Under these circumstances, the physicians’ lack of
initiation to discuss the possibility of death with parents led to negative parental experiences at
their child’s EOL. Likewise, Lord et al. (2020) found that parents viewed their own expertise as
a major influential factor in EOL DM for their dying child. Unlike Robert et al.’s (2012) study,
parents in Butler et al. (2018) grounded theory study fulfilled a “peripheral” role in their child’s
EOL DM when allowing their child’s HCT to take control. Considering the providers’ levels of
expertise, parents allowed providers to assume an active role in their child’s plan of care even if
there was a small possibility of survival (Butler et al., 2018). Honoring the child’s preferences
acted as the driving force behind parents’ decisions in Hoover et al.’s (2014) qualitative
exploratory analysis. For this group of parents, parental decisions did not overrule children’s
wishes for their own EOL care (Hoover et al., 2014). Acknowledging what their dying child
wanted in life, parents in Wang et al.’s (2019) study also valued their child’s point of view. This
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particular finding is important because children’s right to participate in their own EOL DM has
been acknowledged as standards of care. Based on their current standards of practice for PPC
and hospice care, one of NHPCO’s (n.d.) guidelines recommend PPC and hospice
interdisciplinary teams treat children as active and equal partners in their own EOL care and
allow families to actively participate in EOL DM. Current research on children participating in
their own EOL DM is limited (Mitchell et al., 2019). However, earlier research suggests
children’s participation in their EOL DM may offer meaningful contributions (Hinds et al., 2005;
Wolfe et al., 2002).
Gaps and Summary
For better understanding of parents’ experiences with EOL DM for their dying child, the
following areas need further exploration in the literature: (a) EOL DM pertaining to children’s
symptom management at home, (b) ways continued grief or negative reactions to donating their
child’s organs impact parents’ decisions, (c) the need for larger prospective studies examining
factors that influence parents’ decisions, (d) parents’ experiences with EOL DM with other
physical conditions besides genetic, metabolic, neurologic, and post-resuscitation conditions, and
(e) the experiences of parents who chose to opt out of forgoing artificial nutrition and hydration
(Baughcum et al., 2017; Hoover et al., 2014; Kars et al., 2011; Rapoport et al., 2013; ZaalSchuller et al., 2016). Exploration in these areas will not constitute all understanding of parents’
experiences with EOL DM for their dying child. However, current knowledge pertaining to this
topic will begin to expand.
Furthermore, in Zaal-Schuller et al.’s (2016) study on EOL DM for children with
disabilities, two out of three fathers solely relied on their wives’ expertise as they believed their
wives had more direct involvement in their child’s care which made them more qualified to
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make EOL decisions for their dying child. Consequently, both fathers felt it was not their place
to independently make an informed decision about their child’s EOL without their wives’ input.
One father in this same study did not feel included in his child’s EOL DM. While father
involvement in children’s care has increased in the last few decades, DM for the child is still
predominantly made by the mother (Pew Research Center, 2013). Reporting opposite results,
fifteen out of sixteen fathers in Baughcum et al.’s (2017) mixed methods study felt included in
their child’s EOL DM.
Overall, studies reported positive findings about pediatric EOL DM which included: (a)
parents’ appreciation for opportunities to participate in EOL DM, (b) time to think about
decisions, (c) the combined efforts of HCTs to explore alternative treatment options in spite of
initial disagreements, and (d) the recognition of parents’ opinions as the most important opinions
at their child’s EOL. Negative findings studies reported about pediatric EOL DM included: (a)
the lack of time to make decisions, (b) feelings of exclusion from EOL DM opportunities, (c)
parents’ feelings of disappointment when wishes were not fulfilled, and (d) physicians’
assumptions about parents’ levels of readiness for their child’s death. Additionally, the literature
found that parents may act as strong advocates for their dying child while honoring their child’s
wishes for their own EOL care simultaneously.
Quality of Care
Like EOL DM, parental perceptions of their child’s EOL care are influenced by
controllable or uncontrollable factors. Intrinsic attributes or uncontrollable factors such as
parents’ personalities and religious beliefs or situational factors such as the cause of the child’s
death may influence parents’ perceptions at their child’s EOL (Longden, 2011). Likewise,
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extrinsic factors or controllable factors such as healthcare providers’ communication skills and
level of compassion may also influence parents’ perceptions (Longden, 2011).
Measurement of parents’ perceptions regarding the quality of their child’s EOL care has
been an effective means for obtaining parents’ experiences at their child’s EOL in previous
studies (Dussel et al., 2010; Ullrich et al., 2010; Zimmermann et al., 2016). With the help of
larger parental sample sizes, some authors have identified the highest and lowest rated evidencebased quality domains that influence parents’ perceptions of the quality of their child’s EOL
care, satisfying factors of parents’ experiences at their child’s EOL care, and suggested areas for
improving parents’ perceptions. However, between quantitative measures and qualitative
methods, qualitative methods are the gold standard for full exploration of parents’ perceptions of
the quality of their child’s EOL care (Creswell, 2013).
Previous qualitative studies with smaller sample sizes showed that qualitative methods
are also effective in the obtainment of parents’ perceptions on the quality of their child’s EOL
care and their overall experiences (Hinds et al., 2009; Maurer et al., 2010). Because qualitative
methods such as face to face interviews with grieving or bereaved parents are not simple tasks to
complete, it is still challenging for authors to consistently recruit a large parent sample size in
pediatric EOL qualitative studies regardless of recruiting strategies and interviewing techniques
(Akard et al., 2014). Despite these potential challenges, over half of the qualitative studies
included in this review successfully examined and identified parents’ perceptions pertaining to
the quality of their child’s EOL care and their experiences with small sample sizes.
Because feelings of ambivalence accompany the EOL in many cases, parents may find
the quality of their child’s EOL care questionable (Rapoport et al., 2013). Inevitably, parents’
perceptions of the quality of their child’s care will vary from family to family and the quality of
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care will vary from child to child depending upon factors such as the speed of pain management
and cultural considerations (Gilmer et al., 2012; Longden, 2011). A previous descriptive study
on general pediatric care revealed that parents identified: (a) adequacy of care, (b) adequate pain
management, (c) parental involvement in care, (d) trusting relationships with staff, (e) staff
attitudes, (f) work environment, (g) accessibility, (h) information about illnesses, and (i)
information about routines as important determinants of parental satisfaction with the quality of
their child’s hospital care (Matziou et al., 2011). Some of these same satisfying factors identified
in Matziou et al.’s (2011) quantitative study for children with non-terminal health conditions
were identified in parents’ responses about the quality of their child’s EOL care.
Symptom Management
Identified as a satisfying aspect of parents’ experiences, some authors found that
symptom management has a direct impact on parents’ experiences at their child’s EOL. Parents
have reported being pleased with the staff’s abilities to provide adequate symptom management
for their children (Hoover et al., 2014; McGraw et al., 2012; Rapoport et al., 2013; Sedig et al.,
2020; Tan et al., 2012). Parents believed a peaceful, comfortable death and the best possible care
for their dying child represented high quality EOL care (Hoover et al., 2014; McGraw et al.,
2012; Rapoport et al., 2013; Tan et al., 2012). Some authors concluded that staffs’ abilities to
control pain, fatigue, feeding difficulties, and breathing difficulties in dying children can
determine how parents perceive the quality of their child’s EOL care (Blume et al., 2014; Von
Lützau et al., 2012). Although parents were not pleased with their child’s declining health status
and health condition, the use of adequate symptom management to alleviate suffering for their
child positively outweighed other factors that influenced parents’ experiences and their
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perceptions regarding the quality of their child’s EOL care (Blume et al., 2014; Von Lützau et
al., 2012).
While parents in Hoover et al.’s (2014), McGraw et al.’s (2012), Rapoport et al.’s (2013)
and Tan et al.’s (2012) qualitative studies reported positive experiences with symptom
management for their dying child, parents in other qualitative studies discussed dissatisfaction of
their child’s symptom management and the need for healthcare providers to provide adequate
pain and symptom management and suggested tenets of care that included maximizing comfort
for pediatric patients (Falkenburg et al., 2016; Robert et al., 2012; Thienprayoon et al., 2016;
Zaal-Schuller et al., 2016). A major finding of Zaal-Schuller et al.’s (2016) study described how
parents’ dissatisfaction in the quality of their child’s EOL care stemmed from differing views
regarding care that was perceived as futile and care that was perceived to minimize the child’s
comfort. Continuing the focus on comfort care, English speaking parents in Thienprayoon et al.’s
(2016) study expressed discomfort with the quality-of-care pediatric hospice nurses provided
their dying children. Indian parents in Latha et al.’s (2016) study viewed interventions for their
child’s symptoms as seldom successful with less than 30% of parents reporting adequate
symptom management provided by physicians. Overall, these studies identified several obstacles
concerning the provision of high-quality symptom management. Differing views and beliefs
about symptoms such as pain can contribute to obstacles parents face at their child’s EOL. For
example, parents may request enough pain medication to induce a sedative effect for the purpose
of allowing the dying child to rest or parents may request a specific amount of pain medication
that still allows parent-child interaction in the child’s final moments (Grégoire & Frager, 2006).
Due to differing views of symptom management and especially pain management, it is important
for healthcare providers to understand parents’ beliefs towards symptom management, how
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parents interpret their child’s symptoms, and how their interpretations and perceptions regarding
the quality of their child’s EOL care affect their experiences (Wiener et al., 2013).
Direct Treatment of Dying Children
Only one study associated the way staff directly treated the dying child with the quality
of the child’s EOL care. With a sample size of 33 mothers and 22 fathers, Erlandsson et al.
(2011) quantitatively examined parents’ experiences of support following a stillbirth and grief
over a period of time. Parents in their study felt staff treated their stillborn baby well, which in
turn, increased the quality of stillborn babies’ care from their perspectives. Due to parents’
anticipations of having interactions with their unexpected stillborn baby, the treatment of their
deceased baby impacted parents’ perceptions of the quality of their infants’ care (Erlandsson et
al., 2011).
Parental Roles at the EOL
Different from other studies, McGraw et al. (2012) explored parents’ abilities to fulfill
their roles as parents in the pediatric intensive care unit (PICU) and the ways in which their roles
affected their perceptions regarding the quality of their child’s EOL care. Interested in parents’
perceptions during the last 72 hours of the dying child’s life, McGraw et al. (2012) found that
parents of children who died in the PICU primarily felt responsible for the quality of their child’s
EOL care. Revisiting the history of family centered care (FCC) and its emergence in the past 20
years, McGraw et al. (2012) defined the quality of care as care that is provided to children, their
parents, and other family members. Seen as a national standard of care by the Institute for Patient
and Family Centered Care (n.d.), FCC can encourage a higher quality of care because of its
holistic approach. According to Rostami et al. (2015), there is a greater chance of providing
higher quality care to pediatric patients and their families if a FCC approach is consistently used.
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EOL Care in the Home Setting
Assuming the primary caregiver role in the home setting, parents in Kars et al.’s (2011)
phenomenological study identified a balance in care as a factor of high quality EOL care.
Parents’ experiences in their study did not identify hospital care in their descriptions as a factor
in the quality of their child’s EOL care unlike other studies (Balkin et al., 2015; Falkenburg et
al., 2016; Hoover et al., 2014; McGraw et al., 2012; Robert et al., 2012; Tan et al., 2012; ZaalSchuller et al., 2016). Recruited from five academic pediatric oncology centers, 42 participating
parents of children with incurable cancer primarily discussed their experiences within the home
setting while addressing contributing factors that created balance for the high quality EOL care
their dying child received (Kars et al., 2011). Overall, they valued a balance in EOL care while
the child was still functional, moments of normalcy, small moments when their child flourished,
and moments when their child simply enjoyed the last days of life (Kars et al., 2011). Consistent
with Kars et al.’s (2011) findings, other authors emphasized the need for balance at a child’s
EOL at home (Eskola et al., 2017). Parents in Eskola et al.’s (2017) mixed method study created
a sense of normalcy and balance in order to ensure the provision of high quality EOL care for
their dying child. Challenging factors associated with providing balance parents reported
included maintaining housekeeping demands, physical and mental exhaustion from struggling to
maintain balance, and negative experiences with their child’s medical insurance (Eskola et al.,
2017).
Gaps and Summary
In the 1990s, the Institute of Medicine (IOM) (1998) suggested ways to improve EOL
care for the purpose of closing knowledge gaps about EOL care (Cassel & Field, 1997). Based
on recent initial understandings, it is clear parents perceived their child’s EOL care as high-
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quality care if HCTs took pertinent factors into consideration: (a) collaborative care, (b) adequate
symptom management, (c) increased availability of interpreters, (d) balance in children’s EOL
care, and (e) appropriate humane treatment of the dying child. In the end, differing views about
futile care and general discomfort with certain healthcare providers consequently lowered the
quality of the child’s EOL care from parents’ perspectives. Fathers’ perspectives on the quality
of their child’s EOL care remain unknown. Only one group of authors reported fathers’ high
levels of satisfaction with their child’s EOL care as a main finding in their mixed methods study
(Baughcum et al., 2017).
Research on the qualities that constitute a “good death”, additional ways to improve EOL
care for Hispanic children, and the quality of a child’s EOL care for parents who choose to opt
out of forgoing artificial nutrition and hydration for their child will no longer add to uncertainties
and misunderstandings surrounding parents’ perspectives (Rapoport et al., 2013; Robert et al.,
2012; Thienprayoon et al., 2016). A clearer understanding of these topics will begin to close
knowledge gaps about parents’ perceptions regarding the quality of their child’s EOL care.
Emotional Support
Emotions have the ability to produce challenges for pediatric healthcare providers,
grieving family members, and dying children. According to Hochschild’s (1975) normative
theory on emotion, cultural norms, beliefs, and expectations all shape the subjective elements in
expressive behaviors. To further illustrate Hochschild’s (1975) original ideas, a recent
quantitative study used 880 images from 100 best-seller status storybooks for children in the age
range of 2 to 4 years old in order to compare emotional differences amongst ethnic and racial
groups in the U.S. (Grady et al., 2018). Grady et al. (2018) concluded that the variations within
expressive behaviors mirrored cultural values and emotional norms for African Americans,
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Asian Americans, European Americans, and Hispanics/Latinos. This particular study used
children’s books to clearly demonstrate the ways in which cultural values embed emotional
norms into the juvenile minds of toddlers and preschoolers at an early age. Therefore, emotional
support at a child’s EOL must be individualized to accommodate a variety of displayed emotions
by grieving parents (Kaye et al., 2015).
Emotional Support from Family, Friends, and Others
In comparison to other life milestones, the end of a child’s life evokes a wide range of
emotions. Depending upon emotional states and emotional norms, parents may or may not
request emotional support from friends, family, and healthcare professionals at their child’s
EOL. Parents in Contro et al.’s (2010) grounded theory study believed the presence of close or
extended family members adequately supported their emotional needs at their child’s EOL more
than the presence of unfamiliar healthcare providers caring for their child. While collecting
qualitative data from 19 Mexican American mothers and seven Mexican American fathers, the
authors revealed that Mexican American parents specifically preferred emotional support from
family for multiple reasons only family members could relate to and understand (Contro et al.,
2010). The emotional stress of paying someone called a coyote to help them cross the MexicoU.S. border illegally, living with extremely limited financial resources for everyday living and
funeral expenses, breaking cultural traditions during post-mortem arrangements, limited access
to community resources and transportation, living without their other biological children and
family members who still resided in Mexico, general confusion regarding complex US
healthcare systems, and language barriers all created the sense of being alone nearly every parent
experienced (Contro et al., 2010). As details within each family’s story unfolded, the authors
began to understand how the intensity of parents’ compounded issues contributed to their
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experiences at their child’s EOL. Matching Contro et al.’s (2010) study results, visitation from
family members also served as the main source of emotional support for parents at their child’s
EOL in the NICU (Baughcum et al., 2017).
For some parents, emotional support was more meaningful when received from other
parents who also experienced their child’s EOL (Rapoport et al., 2013; Tan et al., 2012; ZaalSchuller et al., 2016). The attendance of parental strangers at deceased children’s memorial
events and parents’ supportive words on internet sites and blogs also provided emotional support
for grieving and bereaved parents (Tan et al., 2012). Reporting different sources of emotional
support, Lord et al. (2020) and Robert et al. (2012) were the only authors that identified the
dying child’s friends and locally based community support systems as sources of emotional
support for parents experiencing their child’s EOL. If available, adequate emotional support for
grieving or bereaved parents offers them opportunities to express their emotions in supportive
and unbiased environments (Limbo & Davies, 2015). Supportive environments can also facilitate
opportunities for supporters to share positive moments with parents such as telling uplifting
stories about the child while encouraging a host of more positive supporters through phone calls,
written messages, or their physical presence during hospital visitations (Limbo & Davies, 2015).
When full emotional support is consistently given, the likelihood of parents having positive
experiences at their child’s EOL is high (Zimmermann et al., 2016).
Erlandsson et al. (2011) reported that fathers received adequate emotional support at their
child’s EOL with the most emotional support received from their partner, whereas mothers
received the most emotional support from their other living children, the deceased child’s
siblings. Coworkers were also adequate support systems for fathers because they kept fathers
from dwelling on their child’s EOL while keeping them busy with positive distractions
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(Stevenson et al., 2017). Without adequate emotional support from others, fathers may be more
likely to suffer from extreme emotions at their child’s EOL that could lead to maladaptive coping
strategies such as alcohol use (Doherty et al., 2009).
Emotional Support from Staff
The literature revealed how physicians, nurses, chaplains, social workers, and child life
specialists used supportive spoken or written words of respect, empathy, encouragement,
sensitivity, consideration, love, and compassion. On many occasions, providers’ words eased
emotional suffering for parents in the final hours of the child’s life (Erlandsson et al., 2011;
Falkenburg et al., 2016; Lord et al., 2020; Lovgren et al., 2016; Michelson et al., 2013;
Monterosso & Kristjanson, 2008; Robert et al., 2012; Sedig et al., 2020; Thienprayoon et al.,
2016). Inconsistent with those studies, only 40% of parents in Latha et al.’s (2016) study
reported excellent emotional support from staff. Parents in Baughcum et al.’s (2017) mixed
methods study did not feel physicians conveyed empathy or spoke words of empathy at their
child’s EOL. Sharing similar results, Zaal-Schuller et al. (2016) and Davies et al. (2010) reported
parents’ feelings of being ignored by staff on more than one occasion. In particular, parents
believed staff did not see their dying child as valuable as a normal healthy child (Zaal-Schuller et
al., 2016). These negative experiences caused parents to become aggressive advocates for their
dying child, created an atmosphere of distrust, and encouraged more disagreements between
parents and HCTs during the EOL DM process (Zaal-Schuller et al., 2016). Parents in a
qualitative study did not value words of “false hope” (Monterosso & Kristjanson, 2008). “False
hope” tainted parents’ experiences with unpleasant surprises during their child’s deterioration
and difficulties related to coping (Monterosso & Kristjanson, 2008). In a different study, parents
described physical presence as a form of emotional support (Butler et al., 2019). In this same
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study, parents presented recommendations which included the need for healthcare providers to
stay with them after their child has died, helping parents wash their child, helping parents pack
their belongings, and walking them out of the PICU after their child has died (Butler et al.,
2019). Similar to the findings in Butler et al.’s (2019) study, parents in Sedig et al.’s (2020)
study valued the providers’ time at their child’s EOL.
With regard to emotional support during the bereavement period, Stevenson et al. (2017)
aimed to understand parents’ grief experiences by evaluating bereavement follow-up and
emotional support services for bereaved parents following their child’s death. Findings included
parents’ desire to have an open-door policy for emotional support (Stevenson et al., 2017).
Based on parents’ rich descriptions, emotional support from bereavement staff contributed to
parents’ positive experiences with their bereavement program (Stevenson et al., 2017).
Credibility for their study was enhanced through means of interviewing healthcare providers who
facilitated bereavement services (Stevenson et al., 2017). Additionally, this group of authors
achieved triangulation when healthcare providers discussed how they followed up with parents
and described hindering factors that prevented follow ups (Stevenson et al., 2017). Fathers in this
same study accepted emotional support since social workers and psychologists welcomed one on
one emotional support for bereaved parents (Stevenson et al., 2017). Fathers in a different study
received the most emotional support from professional counselors (Erlandsson et al., 2011).
Experiencing the opposite, the only father in Darbyshire et al.’s (2012) Australian study lacked
emotional support from bereavement staff as he did not receive any phone calls from staff. The
lack of emotional support for grieving fathers could be due to the general stigma of men’s
internalized emotions (Brody & Hall, 2008).
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The findings of one mixed methods study, one qualitative study of interpretive
description, and one qualitative study of longitudinal descriptive design suggest anticipatory
guidance is a critical factor in parents’ experiences at their child’s EOL (Baughcum et al., 2017;
Rapoport et al., 2013; Tan et al., 2012). “Anticipatory guidance includes the participation of the
child and family in the decision making, identification of symptoms that cause the most distress,
strategies for managing escalating symptoms, and enhanced focus on comfort and quality of life”
(Kane et al., 2011, p. 37). In Baughcum et al.’s (2017) mixed method study, Rapoport et al.’s
(2013) interpretive study, and Sedig et al.’s (2020) survey study, parents expressed great
appreciation for anticipatory guidance from staff during the child’s EOL care. Reporting
opposite feedback, parents in Sedig et al.’s (2020) other study using focus groups wished for
better anticipatory guidance due to the emotional effects their child’s EOL had on them in which
they were not anticipating prior to the child’s death. Some parents in Tan et al.’s (2012) study
did not receive any anticipatory guidance from staff prior to their child’s death. The lack of
anticipatory guidance from staff triggered feelings of disappointment from undesirable outcomes
in parents who had high expectations for their dying child whereas parents that accepted
anticipatory guidance from staff and possible undesirable outcomes early on did not report
feelings of disappointment (Tan et al., 2012).
The perceptions of staff attitudes significantly affected parents’ experiences at their
child’s EOL. Nonjudgmental attitudes allow parents to openly express their emotions and discuss
topics such as symptom management and nutritional preferences without biased feedback from
healthcare staff (Dussel et al., 2010). Parents were more likely to report positive experiences and
less likely to struggle with their emotions when healthcare staff refrained from being prescriptive
and displayed sensitivity and supportive attitudes instead (Baughcum et al., 2017; Stevenson et

53

al., 2017; Tan et al., 2012). Parents were more likely to report negative experiences and struggle
with their emotions when healthcare staffs’ attitudes seemed uncaring and insensitive according
to Lovgren et al.’s (2016) quantitative study. When considering fathers’ perceptions, Rapoport et
al. (2013) found one father’s concern about being judged by his child’s nurse. With a closer look
into his experience, the father in Rapoport et al.’s (2013) study recalled a nurse overtly
questioning him about “letting” his child die and his personal preferences for his child’s EOL
care. Irrespective of mixed feedback in Rapoport et al.’s (2013) interpretive study, the majority
of parents expressed overall satisfaction with staffs’ attitudes.
Gaps and Summary
Knowledge gaps still exist despite recent qualitative and quantitative research efforts.
The absence of studies on the impact their child’s EOL had on parents’ daily functioning and
complicated grief following children’s deaths, careful investigation into Mexican American
parents’ losses and traumas, perspectives from parents who felt their emotional needs were not
met, the impact bereavement interventions may have on psychosocial outcomes, and the impact
of bereavement support provided by professionals, families, and friends after still births limit
complete understanding of parents’ experiences with emotional support at their child’s EOL
(Baugchum et al., 2017; Contro et al., 2010; Erlandsson et al., 2011; Stevension et al., 2017; Tan
et al., 2012). To prevent these deficits from creating wider knowledge gaps and hindering full
understandings of parents’ experiences at their child’s EOL, more qualitative and quantitative
measures for this phenomenon are needed.
The literature repeatedly reveals how emotional support from staff impact parents’
experiences at their child’s EOL in various ways. During the time of a child’s EOL, a child’s
final moments can be intense for involved parties including those who do not have direct
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involvement with the dying child behind the scenes. When parents require emotional support,
staff may not realize how grieving parents perceive their actions as they deal with the emotional
pressures of providing the best possible EOL care to seriously ill children and their families. As
previously discussed, multiple factors such as ethical dilemmas and emotional debates can affect
all pediatric EOL experiences. These factors should be seriously considered before EOL care is
provided to children at their EOL.
From a collective perspective, parents were more likely to have positive experiences at
their child’s EOL if adequate emotional support was given by their preferred supporter: (a)
family members, (b) the dying child’s siblings, (c) parents who also experienced a child’s death,
(d) friends of the dying child, (e) family pastor, and (f) supportive parental strangers from blogs
and internet sites. Fathers’ specific preferences for emotional support included support from their
partners, coworkers, counselors, and psychologists. In some cases, fathers did not receive
adequate emotional support from their child’s HCT. Furthermore, positive findings of emotional
support from staff included supportive written or spoken words and sensitive nonjudgmental
attitudes. Several negative sources of emotional support from staff led to parents’ negative
experiences at their child’s EOL. During children’s EOL, staff did not convey empathy, parents
frequently felt ignored or judged by staff, parents felt staff did not treat their dying child as
valuable as healthy children, parents were given “false hope” on numerous occasions, and staffs’
attitudes conveyed insensitivity and uncaringness at inopportune times. These results clearly
show several inconsistencies in the provision of emotional support for parents’ experiencing their
child’s EOL.
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Physical Accommodations
Often viewed as a lower priority pediatric EOL aspect compared to emotional support for
grieving and bereaved parents, the provision of physical accommodations is essential to parents’
experiences (Baughcum et al., 2017; Contro et al., 2010; Falkenburg et al., 2016; McGraw et al.,
2012; Michelson et al., 2013; Robert et al., 2012). According to the Hospice and Palliative
Nurses Association’s (2015) Core Curriculum for the Hospice and Palliative Registered Nurse,
the nurse must give attention to and always “assess patient and caregiver strengths and
limitations as well as emotional, cognitive, cultural, and physical factors” affecting patients’ care
(Supiano et al., p. 225). Supporting this same need to address patients’ and caregivers’ physical
needs, Jones et al. (2011) addressed three of the five components of FCC which mentions the
need to promote partnerships between families and Baughcum et al.’s (2017) mixed method
study, support families in their caregiver roles, and create normal patterns of living regardless of
the setting. Physical accommodations help create those normal patterns of life families may
require at their child’s EOL. Because parents’ needs affect every aspect of their experiences,
interdisciplinary pediatric HCTs must strive to meet diverse family needs in the midst of
problematic situations during pediatric EOL without judgmental or biased attitudes.
Depending upon the physical needs of the dying child, the possibility of meeting parents’
needs in various physical healthcare environments remains a concern for healthcare providers
(Jones et al., 2014). However, only one group of authors studied how physical accommodations
positively impacted parents’ experiences at their child’s EOL. Robert et al. (2012) used
exploratory focus group interviews to describe and understand bereaved experiences of seven
mothers and seven fathers whose children died in a tertiary comprehensive cancer center.
Although parents lost their children to leukemia, glioblastoma multiforme, or other solid tumors,
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some parents experienced minimal emotional distress at their child’s EOL when physical
accommodations were made, expressed deep appreciation for personalized physical
accommodations, and suggested recommendations to prevent future families from experiencing
any negative factors related to physical accommodations at their child’s EOL (Robert et al.,
2012). Moreover, parents in Lord et al.’s (2020) study merely mentioned the importance of
physical accommodations such as a quiet room with adequate seating for their experiences.
Unsuccessful accommodations are worth noting in several studies (Baughcum et al.,
2017; Contro et al., 2010; Falkenburg et al., 2016; McGraw et al., 2012; Michelson et al., 2013;
Robert et al., 2012; Thienprayoon et al., 2016). Parents reported the following contributing
factors: (a) inconvenient room designs, (b) limited space, (c) the lack of designated areas for
families, (d) the lack of privacy, (e) parking fees, (f) the lack of food provision, (g) overly
medicalized rooms, (h) rooms with poor natural lighting, and (i) the distancing effects of medical
machinery and equipment (Baughcum et al., 2017; Butler et al., 2019; Falkenburg et al., 2016;
McGraw et al., 2012; Michelson et al., 2013; Sedig et al., 2020). Based on parents’ feedback,
these factors produced unwanted feelings of separation from their child (Baughcum et al., 2017;
Butler et al., 2019; Falkenburg et al., 2016; McGraw et al., 2012; Michelson et al., 2013; Sedig et
al., 2020). Parents felt guilty when unable to hold their child and disappointed when
opportunities for bonding were missed due to the lack pf physical accommodations (Baughcum
et al., 2017; Falkenburg et al., 2016; McGraw et al., 2012; Michelson et al., 2013). Similarly,
parents in Robert et al.’s (2012) study described the tertiary comprehensive cancer center as “illfitting” to their basic needs. Parents saw PICU rules as additional restraints which further limited
time and privacy with their dying child (Robert et al., 2012). Parents also found it disturbing
when staff asked them to leave their child’s PICU room multiple times as their child was actively
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dying (Robert et al., 2012). Those parents lacking physical accommodations are more likely to
experience distressful moments at their child’s EOL compared to parents that receive physical
accommodations (Robert et al., 2012).
Furthermore, geographic and physical constraints added to parents’ emotional trauma in
Contro et al.’s (2010) and Thienprayoon et al.’s (2016) studies. An earlier study reported this
same commonality of geographic constraints amongst Hispanic families (Smith et al., 2009).
Geographic and physical constraints are especially relevant to undocumented immigrants who
represent 14.6% of the uninsured American population (Contro et al., 2010; Karapetyan et al.,
2018). Typical risk factors for undocumented immigrants at the EOL according Jaramillo and
Hui’s (2016) conceptual model of poor health care outcomes in undocumented patients include
the following factors: (a) lack of health insurance coverage, (b) fear of deportation, (c) poverty,
(d) language barriers, (e) low education level, (f) limited social support, (g) mistrust of
healthcare systems, (h) delayed diagnosis, (i) fragmented care, (j) dependence on emergency
departments for care, (k) no hospice access, (l) severe symptom burden, (m) no access to primary
care, (n) lack of advance care planning, (o) lower quality of general care, and (p) lower quality of
EOL care. Of those outcomes, Mexican Americans in Contro et al.’s (2010) study and Hispanics
in Thienprayoon et al.’s (2016) study experienced at least half of those outcomes from Jaramillo
and Hui’s (2016) model which presented difficulties for those providers trying to make physical
accommodations for families. Although constraints of this magnitude are difficult for healthcare
providers to accommodate, healthcare providers must remain sensitive to the needs of this parent
population and accommodate grieving parents when possible at their child’s EOL (Contro et al.,
2010).
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Gaps and Summary
Pediatric EOL literature requires immediate attention as the reasons for certain
knowledge gaps related to physical accommodations are unknown. Recommending future
research, authors acknowledged gaps in challenges with environmental constraints in the NICU,
ways hospice providers can better allocate resources for accommodation purposes, and
misunderstandings about potential differences in the significance of physical aspects of EOL
amongst parents from different cultural backgrounds (Baughcum et al., 2017; Falkenburg et al.,
2016; Thienprayoon et al., 2016). A shift in focus will begin to address lacking information in
the pediatric EOL literature about parents’ experiences with physical accommodations at their
child’s EOL. Similar to other sections, fathers’ voices on this topic are currently nonexistent.
Fathers may offer a different perspective on physical accommodations compared to mothers’
perspectives.
Several aspects of physicality were identified as negative factors of parents’ experiences
at their child’s EOL: (a) lack of privacy, (b) lack of designated areas for families, (c) distancing
effects of machinery, (d) “ill-fitting” environments, (e) strict pediatric intensive care unit (PICU)
rules, (f) geographic constraints, and (g) physical limitations related to parents lacking
opportunities to hold their seriously ill child each time they desired to. Parents were less likely to
experience emotional distress at their child’s EOL when personalized physical accommodations
were met in addition to the provision of food and additional rooms for family members.
Bereavement
When considering the notable increase in pediatric bereavement programs in the past ten
years and the increasing body of literature pertaining to parental bereavement, the need for
bereavement programs is evident (Limbo & Davies, 2015). Although budget and financial
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resources remain limited and cause great concern for healthcare spending and policies, the
benefits of bereavement services for grieving parents continue to counterbalance high pediatric
EOL care costs (Limbo & Davies, 2015).
As the first step in the five-step nursing process, assessing the physical, emotional, and
spiritual needs of patients and their families is always a priority for all nursing care (Potter &
Perry, 2017). This same concept of assessing patients’ and families’ needs applies to the
bereavement period as it pertains to children’s EOL. According to Contro et al. (2011),
“bereavement is a process that ebbs and flows over a lifetime with no absolute timeframe for its
resolution” (p. 42). Based on the potential and indefinite effects of bereavement on parents’
experiences, assessing their bereavement needs is necessary (Jones et al., 2014). Previous and
current literature offers compelling evidence regarding the benefits of assessing parents’ needs
following the death of their child and risks for negative parental bereavement outcomes (Barrera
et al., 2010; Lichtenthal et al., 2015). In general, the following factors can affect bereavement
outcomes for bereaved parents: (a) cultural background, (b) gender, (c) socioeconomic status, (d)
age, (e) education, and (f) ethnicity (Corless, 2015). The following predisposing factors could
encourage poor bereavement outcomes for bereaved parents: (a) pre-bereavement mental
distress, (b) pre-bereavement mental illness, (c) stigmatized death such as suicide, and (d) stress
from other major life events (Corless, 2015).
Although no specific time period for bereavement support can be defined, Brohard and
Anderson (2015) report the average time frame as a minimum of one year following death.
Butler et al. (2018) identified a time frame of 12 months for parental bereavement support and a
gradual wean of parent-provider relationship following the child’s death. However, Darbyshire et
al.’s (2012) phenomenological study revealed that parents needed bereavement support longer
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than one year. For this group of parents, coping with the loss of their child was more challenging
in the second year following their child’s death versus the first-year post-death (Darbyshire et al.,
2012). Similarly, parents in Erlandsson et al.’s (2011) study experienced more positive support
from hospital staff in the second year after their stillbirth versus the first year. Still, previous
research suggests an even longer time frame for bereavement support. Prior studies have found
that parents and family members need at least four to six years of bereavement support following
a loved one’s death (Kreicbergs et al., 2007; Mack et al., 2005). This lack of agreement in the
relevant literature regarding the appropriate timeframe for bereavement support suggests that the
length of bereavement support depends on parents’ preferences, individual needs, and that
bereavement processes as a whole should be individualized (Butler et al., 2018).
Many authors suggested a strong relationship between bereavement needs and parents’
experiences at their child’s EOL. Overall, parents appreciated bereavement support in the forms
of follow up phone calls from familiar staff to prevent the additional feelings of loss from their
child’s EOL, written bereavement resources, mailed cards, and other supportive measures where
staff made efforts to go beyond the standard level of bereavement care and maintain consistent
ongoing communication with parents (Baughcum et al., 2017; Darbyshire et al., 2012; Lord et
al., 2020; Monterosso & Kristjanson, 2008; Robert et al., 2012; Stevenson et al., 2017). Staffs’
actions not only assisted parents during their cycles of grief but also during periods of adjustment
(Stevenson et al., 2017). Various forms of bereavement support are recommended (Limbo &
Davies, 2015). Additional forms of bereavement support may include grief workshops, referrals
to grief therapists, support groups, and memorial services (Limbo & Davies, 2015). In agreement
with Limbo and Davies’s (2015) recommendations, parents in Lord et al.’s (2020) study and
Sedig et al.’s (2020) study identified family support groups and counselors as a form of support
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during the bereavement period. Furthermore, parents in Butler et al.’s (2019) study appreciated
disease specific support groups and pastoral care workers during the bereavement period. Similar
to diverse pediatric EOL care being tailored to fit the needs of dying children and their families,
bereavement support following a child’s death must be offered in diverse forms to accommodate
different grieving processes and coping styles parents have (Snaman et al., 2016). Healthcare
providers cannot assume parents in the same household share the same bereavement needs;
hence, bereavement support must be individualized (Snaman et al., 2016).
Although several groups of parents discussed positive factors of their experiences, one
study identified mixed responses from seven mothers and seven fathers following their child’s
death. Some parents reported guilty feelings after their child’s EOL while others did not
experience any feelings of guilt afterwards. Tan et al. (2012) found that the early
acknowledgement of possible adverse outcomes during children’s deterioration resulted in fewer
feelings of guilt and distress whereas the late acknowledgement of possible adverse outcomes or
refusal to acknowledge limitations of life saving technology resulted in more feelings of guilt
and distress following their child’s death. Although reasons for parents’ guilt were not specified
in Tan et al.’s (2012) qualitative study, supporting evidence describes how parents can feel guilty
for reasons such as not being able to save their dying child or for requesting life sustaining
treatment that prevented their child from dying peacefully (De Vos et al., 2015; Latha et al.,
2016).
Shifting the focus from parents’ needs to the needs of dying children, children’s
expressions of certain feelings and their wishes for their own EOL can affect parents’
experiences as well. Dating back to earlier literature where conversations about pediatric death
were considered a taboo, (Waechter, 1971, as cited in Ryerson, 1977) identified anxiety,
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isolation, and alienation as feelings children can experience at their own EOL. In today’s society,
there has been a greater push for allowing dying children to be active participants in their own
care especially at the EOL and to express their concerns (AAP, 2018; Chowns, 2009; Hinds et
al., 2012; Kars et al., 2015; Levetown, 2008; Taylor, 2012; Whitty-Rogers et al., 2009). Despite
current evidence suggesting the need to acknowledge children’s reactions and perceptions of
their own death and honor their wishes, only one study in this review identified those needs
(Hoover et al., 2014). Furthermore, no study examined dying children’s feelings, reactions, or
perceptions of their own death as they relate to and influence parents’ experiences at their child’s
EOL and bereavement outcomes.
Gaps and Summary
More research on parents’ experiences during the bereavement period is needed. To date,
extensive research on this topic has not been done. Measures that impact parental bereavement
experiences, direct questioning about their bereavement experiences, ways parents adjust after
the bereavement period, interventions parents find meaningful during the bereavement period,
specific ways bereavement follow-up services can meet parents’ bereavement needs, parents’
first year of bereavement, and research on parents’ bereavement needs following a stillbirth are
suggested topics of focus (Baughcum et al., 2017; Stevenson et al., 2017; Tan et al., 2012). An
understanding of parents’ lived experiences with telephone-based bereavement support will also
add to the current knowledge base of what is known about parental bereavement support which,
as previously discussed, can begin at the child’s EOL (Darbyshire et al., 2012).
Researchers have shown how most supportive measures at a child’s EOL are
predominantly aimed at mothers instead of fathers (Aho et al., 2011). The current body of
pediatric EOL literature fails to identify distinctive characteristics in fathers’ experiences and
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how separate they are from mothers’ experiences. Consequently, these absent factors and
assumptions regarding fathers’ experiences and ways to serve them best at their child’s EOL
during the bereavement period remain. To understand their needs and adequately meet their
bereavement needs, clear identification of fathers’ experiences is still needed despite current
research efforts.
Parents described positive contributing factors of their bereavement experiences: (a)
consistent follow up phone calls, (b) written resources, (c) mailed cards, (d) length of
bereavement services, and (e) early acknowledgement of possible negative outcomes. Parents
also described a negative contributing factor of their bereavement experiences which included
the emotional effects of late acknowledgement of possible negative outcomes. Additionally, only
one group of authors described the lack of bereavement support one father experienced
(Darbyshire et al., 2012).
Additional Gaps in the Literature
Interdisciplinary care is an integrative model, a model of collaborative efforts and shared
methodologies from scholars of multiple disciplines (Wolfe et al., 2011). The presence of
nursing, social work, medical, and psychological literature continues to follow a trajectory that
reflects collaborative aspects of pediatric EOL care. Medicine had the strongest presence in the
literature with a total of 20 articles. Social work contributed three EOL studies, psychology
contributed one EOL study and chaplaincy contributed one EOL study. Only five EOL studies
(17%) came from the nursing discipline. This scant amount of nursing studies limits diverse
nursing perspectives as there were only three international nursing studies on parents’
experiences at their child’s EOL and two U.S. nursing studies. Diverse U.S. and international
nursing perspectives were inadequate in this body of literature. While medicine contributed
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several studies to this body of literature, this vital phenomenon needs greater attention across all
disciplines in healthcare. In particular, the perspective of the nursing profession warrants
attention in the literature. Based on their role in the dying process, nurses may initiate much
needed EOL discussions physicians and other healthcare providers may avoid with patients and
their families (Beckstrand & Kirchhoff, 2005; Robert et al., 2012). Nurses may also spend their
entire shifts attending to patients’ simple to more complex needs and developing trusting
relationships with patients and their families (Adams et al., 2011). Possible reasons for the lack
of nursing’s perspective in the literature may include moral and ethical distress nurses experience
during a child’s EOL, the lack of support and collaboration from other healthcare providers, the
lack of formal training in pediatric EOL care, and high nurse turnover rates (Morgan, 2009). As a
result, the valuable nursing perspective is nearly muted in pediatric EOL literature. For
understanding purposes, the nursing perspective is desperately needed to improve evidence based
pediatric EOL interventions related to fathers’ experiences.
A growing body of pediatric EOL literature acknowledges the necessity for reliable
quantitative measures.
Researchers have found that reliable quantitative measures create additional barriers to thorough
evaluation of pediatric EOL:
One of the major barriers to evaluating end-of-life care provided to children and their
families has been the lack of a comprehensive and sensitive instrument that can be used
to collect meaningful information from families who have experienced the death of a
child (Widger & Picot, 2008, p. 54).
The lack of instrument use is considered a barrier due to quantitative researchers’ heavy reliance
on questionnaires for data collection instead of valid and reliable instruments (Widger & Picot,
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2008). The infrequent use of reliable pediatric EOL quantitative instruments is clearly indicative
of this poorly understood phenomenon. Prior to developing quantitative instruments, more
phenomenological studies are needed to define conceptual aspects of the EOL and more research
questions are needed to guide studies on fathers’ lived experiences as Balkin et al. (2015) were
the only group of authors that included a research question in their study. According to
Steinhauser and Barroso (2009), qualitative methods are required to address “what” and “why”
type questions concerning misunderstood phenomena. Hence, this study will begin to close
knowledge gaps by providing insight into influential factors affecting fathers’ lived experiences
at their child’s EOL.
Another identified gap is the inconsistent use of theoretical frameworks especially in
quantitative studies. According to Creswell (2013), quantitative researchers should use theory to
convey a deductive approach, test hypotheses, define variables, and analyze relationships
between variables. Without appropriate use of theory in quantitative research, variables specific
to pediatric EOL as they relate to parents’ experiences and the relationships between those
variables are not adequately defined. Only six groups of authors (20%) used a theoretical
framework for guidance throughout their EOL studies. Of those six studies, five were qualitative
and one was a mixed methods study (Baughcum et al., 2017). No quantitative researchers used or
mentioned a theoretical framework in their studies. For this reason, theory utilization in pediatric
EOL care was deemed to be inadequate and unlinked to this body of literature. This finding
further lends credence to the need for this phenomenological study and the use of MerleauPonty’s phenomenology as the chosen method.
With regard to conceptual clarity, the distinction between concepts in pediatric EOL care
and other concepts in general pediatric care must continuously be made as the interchangeability
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of terms ‘pediatric palliative care’ and ‘pediatric end-of-life’ is evident throughout several
studies. Only one study provided the conceptual definition of pediatric palliative care. No study
provided a conceptual definition of pediatric EOL. This observation justifies the need for clear
distinctions between concepts in PPC and pediatric EOL since pediatric EOL concepts cannot be
applied to other areas of pediatric healthcare. In agreement with this observation, De Clercq et al.
(2019) discuss the consistent fluctuations in the meaning of PPC and pediatric EOL for the past
two decades. Consequently, “healthcare providers’ perceptions of PPC might negatively
influence timely implementation” (De Clercq et al., 2019, p. 1). Furthermore, evidence shows
that approximately 78% of Americans fail to understand the difference between palliative care
and EOL care (Akard et al., 2018). Based on these frequently confused terms, conceptual clarity
is still needed despite recent research efforts. Without clear conceptual definitions, misuse and
confusion amongst healthcare providers and the general public will continue to exist amongst
pediatric concepts pertaining to the EOL and palliative care. Additionally, the development of
pediatric EOL quantitative tools will continue to pose a problem in the literature without clear
conceptual definitions.
Based on a general consensus, small sample size was the most common limitation
researchers agreed upon (Balkin et al., 2015; Baughcum et al., 2017; Darbyshire et al., 2012;
Lovgren et al., 2016; McGraw et al., 2012; Michelson et al., 2013; Robert et al., 2012;
Thienprayoon et al., 2016; Zaal-Schuller et al., 2016). Altogether, Latha et al.’s (2016) study is
the only study that did not specify the number of participating mothers and fathers; however, a
total of 465 mothers and 247 fathers participated in the remaining studies included in this review.
Fathers participated less than half as much as mothers in pediatric EOL studies (35%). This
noticeable imbalance in fathers’ participation emphasizes the need for researchers to make
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stronger efforts to include fathers’ experiences as their experiences are still misunderstood and
underreported in pediatric EOL studies. Though more work is still required, it is evident that
researchers are attempting to recruit fathers despite ongoing issues with recruitment following
children’s deaths (Davison et al., 2017).
Small sample sizes severely limited diversity amongst parents in several studies
especially studies with extremely low participation of single digit numbers from fathers (Balkin
et al., 2015; Baughcum et al., 2017; Beernaert et al., 2019; Darbyshire et al., 2012; Erlandsson et
al., 2011; Lord et al., 2020; Lovgren et al., 2016; McGraw et al., 2012; Michelson et al., 2013;
Robert et al., 2012; Sedig et al., 2020; Sedig et al., 2020; Thienprayoon et al., 2016; ZaalSchuller et al., 2016). This commonly reported study limitation led to homogenous samples
which limited the possibility of applicable and generalizable results. To adequately address this
gap in pediatric EOL literature, the consensus amongst researchers clearly suggests the need for
more large-scale studies that include parents from different ethnic backgrounds.
There is an ample amount of healthcare literature on parents’ experiences at their child’s
EOL that reports fathers’ and mothers’ responses together. Between the two, mothers’ voices had
a stronger presence in the literature whereas fathers’ voices had the weaker presence in the
literature. For this review, there were no relevant studies that solely focused on fathers’
experiences alone. Fathers’ individual perspectives were entirely lacking in 53% (n=16) of the
research studies this analysis examined (Balkin et al., 2015; Beernaert et al., 2019; Darbyshire et
al., 2012; Davies et al., 2010; Falkenburg et al., 2016; Hoover et al., 2014; Lovgren et al., 2016;
McGraw et al., 2012; Michelson et al., 2013; Rapoport et al., 2013; Robert et al., 2012; Sedig et
al., 2020; Sedig et al., 2020; Tan et al., 2012; Thienprayoon et al., 2016; Zaal-Schuller et al.,
2016). Out of these 12 studies, five studies had a sample size of one father, one study had a
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sample size of three fathers, and one study had a sample size of four fathers (Balkin et al., 2015;
Darbyshire et al., 2012; Lord et al., 2020; McGraw et al., 2012; Sedig et al., 2020; Wang et al.,
2019; Zaal-Schuller et al., 2016). Out of the seven themes this review discussed, elements of
fathers’ experiences at their child’s EOL were missing in the following three themes: (a) culture,
(b) physical accommodations, and (c) bereavement. This finding raises the question of whether
researchers fully comprehend the significant impact physical accommodations, culture, and
bereavement can have on fathers’ experiences at their child’s EOL. Furthermore, uncontrollable
factors may contribute to these gaps in pediatric literature on fathers’ experiences at their child’s
EOL and the scarce amount of literature on this topic. Uncontrollable factors related to the
recruitment of fathers to participate in pediatric EOL studies may include the following: (a)
fathers’ notions of masculinity in terms of verbal expression, (b) researchers failing to explicitly
invite fathers to participate, (c) fathers’ lack of interest to participate in studies of this nature, (d)
fathers’ lack of time to participate, and (e) the lack of father accessibility (Davison et al., 2017).
Consequently, little is still known about fathers’ experiences at their child’s EOL.
Collectively, fathers’ responses were severely underrepresented compared to mothers’
responses. This finding continues to highlight the current and historical issues with recruiting
fathers to participate in pediatric EOL studies (Currie et al., 2016; Davison et al., 2017: Morris et
al., 2019: Nicholas et al., 2020). Regardless of sampling issues, researchers must put forth
consistent efforts to research fathers’ experiences in more depth especially since father
involvement with children has nearly tripled since 1965; fathers not only offer different
perspectives on multiple aspects of pediatric EOL, but also reveal unique concepts that are
specific to their personal experiences (Pew Research Center, 2013).
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In the past three years, both injuries and accidents have led death rates amongst the
American pediatric population, yet there is a dearth of pediatric EOL literature focusing on
accidental deaths. In 2015, the leading cause of death in children under the age of 1 was
congenital malformations and the leading cause of death among children ages 1 to 4 was
accidents or unintentional injuries (CDC, 2021). Additionally, the leading causes of death among
children ages five to fourteen were accidents, cancer, and suicide (CDC, 2021). In 2016, the
CDC reported injuries as the one of the leading causes of death in children (CDC, 2018). Out of
30 studies, only four studies included children who died from traumatic injuries and received
EOL care (Butler et al., 2018; Falkenburg et al., 2016; McGraw et al., 2012; Michelson et al.,
2013). Lord et al.’s (2020) study, McGraw et al.’s (2012) study, Michelson et al.’s (2013) study,
and Sedig et al.’s (2020) study all included one child who died from traumatic injuries while
Falkenburg et al.’s (2016) study included two children who died from traumatic injuries. Only
one group of authors identified missing experiences from parents whose children died from
traumatic injuries as a study limitation (Stevenson et al., 2017). No researchers separately
quantified or evaluated the longitudinal impact a child’s traumatic death can have on parents’
experiences. To gain a comprehensive understanding of the impact a child’s traumatic death can
have on parents’ experiences at their child’s EOL, pediatric EOL literature cannot continue to
focus solely on children dying from chronic and terminal illnesses.
Lastly, the ages of deceased children were older than 17 years in 27% (n=8) of the studies
(Balkin et al., 2015; Beernaert et al., 2019; Davies et al., 2010; McGraw et al., 2012; Sedig et al.,
2020; Stevenson et al., 2017; Thienprayoon et al., 2016; Zaal-Schuller et al., 2016). While all
EOL literature contributes to current understandings of EOL care as a whole in the U.S. and
other countries, pediatric EOL literature offers unique meanings and specific concepts that are
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irrelevant to adult EOL literature. More rigorous research on unique concepts specifically related
to father’s experiences at their child’s EOL must occur in order to expand the current knowledge
base on pediatric EOL.
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Chapter 3. Methodology
History of Phenomenology
For an underdeveloped phenomenon, phenomenology is the most appropriate method
(Creswell, 2007). Falling under the interpretive paradigm, phenomenology differentiates itself
from other philosophical schools of thought when examining its unique concepts such as
meaning, interpretation, perception, subjectivity, and essence (Monti & Tingen, 1999; Omery &
Mack, 1995; Weaver & Olson, 2006). This approach allows researchers to accept personal
meanings and imprecision as well as individual perspectives that are meant to provide depth and
richness rather than confuse understanding (Thomas & Pollio, 2002). According to Creswell
(2013), “the basic purpose of phenomenology is to reduce individual experiences with a
phenomenon to a description of the universal essence” (p. 76). These individual experiences are
lived experiences, human experiences in which common meanings are described (Creswell,
2013).
One epistemological assertion that defines how knowledge is constructed is the assertion
that knowledge is developed through human experience (Monti & Tingen, 1999). Different from
the traditional views of positivists, knowledge in the interpretive paradigm comprehensively
includes knowledge from multiple sources and not pure senses alone (Monti & Tingen, 1999).
Knowers within this paradigm consider observations to be value-laden (Monti & Tingen, 1999).
Through human experiences and lived realities, one can become a knower when gaining
knowledge of one’s own values as well as others’ values. Knowers of the positivist paradigm
epistemologically describe observations as objective and value-free (Norbeck 1987). In other
words, this assumption identifies the possibility of making observations without inserting one’s
own values. Since one of the primary goals of phenomenology is description, the inclusion of
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personal experiences, value-laden observations, and differences amongst people are meaningful
strategies for knowers in the interpretive paradigm to gain knowledge (Mack, 2010).
Ontologically speaking, from the phenomenological philosophical stance, “social reality
is seen by multiple people and these people interpret events differently leaving multiple
perspectives of an incident” (Mack, 2010, p. 8). Furthermore, phenomenology is not concerned
with empiricists’ ontological assertions of certainty and absolute truths (Monti & Tingen, 1999).
Objectivity and experimentation are a weak means for interpreting and understanding social
reality from the eyes of participants who experienced lived situations (Weaver & Olson, 2006).
To reach complete understandings of multiple realities, intersubjectivity between the researcher
and study participants is required (Weaver & Olson, 2006). Providing an additional assertion,
Mitchell and Cody (1992) identified human begins as “free-willed beings” who reserve the right
to choose their own meanings in life without constraints from the positivist paradigm. Grounded
in relativism as opposed to realism, phenomenological research acknowledges the value in
examining multiple realities subjectively instead of constructing a singular reality that applies to
all people in terms of generalizability as described by empiricists (Guba, 1990).
Credited primarily to the twentieth century, the beginning of phenomenology traces back
to 18th and 19th century thinkers (Welch, 1999). Known as one of phenomenology’s original
philosophers, Immanuel Kant attempted to steer away from popular philosophical traditions
during the 18th century. Kant tried to find a middle ground between the rationalism of Descartes
and the empiricism of British thinkers (Welch, 1999). Viewing phenomena as “objects and
events as they appear in our experiences”, Kant claimed that “knowing must be explicated before
we begin to understand the nature of being” (Welch, 1999, p. 235). Following behind his work,
19th century influencer Wilhelm Dilthey challenged empiricism and rationalism through his work
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on hermeneutics with his explanation of the differences between natural sciences and human
sciences (Welch, 1999). As another 19th century thinker and teacher of Husserl, Franz Branto is
known for the development of the intentional theory of the mind and his efforts to define
humanities as interpretive disciplines (Welch, 1999). His theoretical work laid the foundation for
understanding the structure of life in terms of lived experiences (Welch, 1999).
Often viewed as the developer of phenomenology, Husserl failed to separate
phenomenology and science and only offered a narrow focus on epistemology where description
and how we know as humans were his platform (Omery & Mack, 1995; Welch, 1999). As the
founding father of transcendental phenomenology and the philosopher responsible for
introducing the term bracketing and coining the term phenomenology, Husserl saw
phenomenology as a rigorous new science that systematically explored the “natural attitude” or
the attitude of taking things in everyday life for granted (Thomas & Pollio, 2002). Consciousness
was the leading theme in his new science, and he believed it to be the source of all knowledge
(Thomas & Pollio, 2002). Description of human phenomena and the process of reduction or
bracketing were his chosen methods (Thomas & Pollio, 2002; Welch, 1999). His
phenomenological work also encouraged the need to return to “the things themselves in their
very essences” (Thomas & Pollio, 2002, p. 9). Throughout his career, Husserl viewed the
relationship of philosophy and science as one of reciprocity (Welch, 1999).
Inseparably associated with Husserl and his transcendental approach, Heidegger
separated phenomenology and science with his existentialistic approach (Omery & Mack, 1995).
Viewing phenomenology and science both as incompatible and irreconcilable, understanding
what it means to be was the platform for Heidegger’s ontological focus. Being and time were the
leading themes for Heidegger’s interpretive phenomenology as he appreciated the individuality

74

of human experiences instead of the universal human qualities Husserl discussed in his seminal
work (Welch, 1999). Heidegger’s interpretive phenomenology allows individuals to engage in
self-interpretation (Welch, 1999). From his philosophical standpoint, individuals base
interpretations on the things themselves and not on popular conceptions, chance ideas, or
Husserl’s notion of individual consciousness (Omery & Mack, 1995; Welch, 1999).
Merleau-Ponty’s phenomenology places emphasis on the human being not on
Heidegger’s being as such (Thomas & Pollio, 2002). Similar to Heidegger’s views on
phenomenology and science, Merleau-Ponty believed the relationship between the two had an
oppositional nature (Omery & Mack, 1995). Husserl saw consciousness as the source of all
knowledge, whereas Merleau-Ponty saw perception as the ground level for all knowledge
(Omery & Mack, 1995). Merleau-Ponty’s phenomenology of perception supports the exploration
of lived experiences as they are given before scientific explanations are considered (Omery &
Mack, 1995). These views are consistent with existential phenomenology, a phenomenology
with the perspective of the observer and the phenomenon sharing a reciprocal relationship
(Richards & Morse, 2013). Simply stated, this phenomenological approach addresses a person’s
authentic life, who the person is as an individual, and how the person shapes his or her situations
through awareness (Thomas & Pollio, 2002).
Ultimately, these philosophers’ collective efforts resulted in the fundamental tenets of
phenomenology recognized in the literature today. For this qualitative study, Merleau-Ponty’s
phenomenology, a branch of existential phenomenology, served as the philosophical and
methodological foundation.

75

Philosophical Perspective
Identified as a key tenet in Merleau-Ponty’s phenomenology, time is an experience, one
of subjectivity and a major component of the human life (McCurry & Thomas, 2002). As stories
are told in phenomenological studies, units of time such as seconds, hours, days, weeks, months,
and years become essential in the understanding of a shared phenomenon like fathers’ lived
experiences at their child’s EOL (McCurry & Thomas, 2002). Concerned primarily with the
present, Merleau-Ponty (1962) described his perception of time in terms of a metaphor involving
a naturally growing flower. Time is a unique concept in which all living things and humans
experience while being inseparable from human relationships (McCurry & Thomas, 2002).
Leading into another tenet of his phenomenology, relationships with others are comprised
of the human experience and connections between people (Thomas, 2005). Different from
existential philosophers, Merleau-Ponty saw and understood the value in relational aspects of
human life (Thomas, 2005). From his perspective, relationships with others require a common
ground and meaningful dialogic interaction (Merleau-Ponty, 1962). Through connectedness and
relationship building, one will begin to understand one’s intentionality, another key tenet.
Grounded in perception, “intentionality captures the fundamental structure of human
experience and reveals an essential interconnectedness between us and the world” (Thomas &
Pollio, 2002, p. 14). To understand the human experience from the standpoint of intentionality,
awareness is needed (Thomas & Pollio, 2002). Awareness allows the identification of
meaningful things as an individual is more likely to maintain awareness of things he or she
considers meaningful (Thomas & Pollio, 2002).
Another key tenet of Merleau-Ponty’s philosophy includes the concept of embodiment.
Dissociating his views from the Cartesian tenet of the mind and body being completely separate
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entities, Merleau-Ponty asserted the idea of thoughts originating from the body’s sensorium
(Sohn et al., 2017). Relating embodiment to emotional aspects of an individual, embodiment can
be described as suppressed emotions within the human body (Thomas et al., 1998). Similar to the
relationships involving time and the human experience, embodiment creates a sense of
interconnectedness between the mind and body.
Lastly, perception is perhaps the most salient tenet to Merleau-Ponty’s philosophy.
Perception grants direct access into the experiences individuals perceive as their own reality
(Sohn et al., 2017; Thomas, 2005). While perceived phenomena equate to meaningful wholes,
some aspects of the phenomena may appear to be figural according to Merleau-Ponty’s (1962)
figure and ground concept (Sohn et al., 2017). When applying the concept of perception to
qualitative research work, researchers strive to see the world through the eyes of the participants
for the purpose of understanding how they perceive it (Sohn et al., 2017).
Rationale for Using Merleau-Ponty’s Phenomenology
In the body of pediatric EOL literature, fathers’ lived experiences at their child’s EOL are
not well understood. Merleau-Ponty’s phenomenology holistically addresses multiple aspects of
fathers’ experiences (Thomas & Pollio, 2002). Specifically, each tenet of Merleau-Ponty’s
phenomenology was relevant to this phenomenological study as well as nursing in general. As
previously discussed, the key tenets consist of time, relationships with others, intentionality,
embodiment, and perception (Thomas, 2005). One of the existential grounds of phenomenology,
time, was a subjective component in fathers’ experiences as they described chronological events
within their experiences. Time also played a significant part in the deceased child’s age, fathers’
descriptions of their child’s EOL, and their moments of grief and bereavement. In their one-onone interviews, fathers included the nature of their relationships with their deceased child,
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relationships with others in terms of general emotional support, and their relationships with their
child’s HCT. Throughout their descriptions, I aimed to understand fathers’ intentionality. Based
on fathers’ personal awareness, I was able to identify the elements fathers considered the most
meaningful for their experiences. During the data collection process, fathers shared examples of
embodiment when describing the emotions they experienced at their child’s EOL. Of all the
tenets of Merleau-Ponty’s philosophy, fathers’ perceptions provided great insight into their
experiences, their realities, and how they perceived the world during their lived experiences.
The Role of the Researcher
In qualitative research, “the role of the researcher is to attempt to access the thoughts and
feelings of study participants” (Sutton & Austin, 2015, p. 226). In other words, the researcher is
the driving force who manages several tasks throughout phenomenological studies with the
primary task of helping participants focus on unfolding themes and details (Thomas & Pollio,
2002). The researcher fulfills the duty of interpreting and understanding how people attend to the
world (Richards & Morse, 2013). The researcher can also fulfill the dual duty of data collection
and analysis through means of observing behavior, interviewing participants, and other resources
such as online sources, video recording, photography, diaries, letters, and documents (Richards
& Morse, 2013). For this phenomenological study, I completed the data collection and analysis
phases through means of Zoom with video feature, telephonic measures, demographic data, one
on one interviews with fathers, and audio recordings of fathers’ interviews.
Before deep analysis and thorough interpretation takes place, researchers should address
their own preconceived notions and personal values that may influence their interpretations
(Creswell, 2013). To accomplish this, researchers are required to bracket all a priori knowledge.
According to Thomas and Pollio (2002), the purpose of bracketing is to set aside personal values
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and keep the focus of interviews open and never narrowed. Essential for phenomenological
studies, “bracketing mitigates the potentially deleterious effects of preconceptions that may taint
the research process” (Tufford & Newman, 2012, p. 80). Additionally, bracketing also “protects
the researcher from cumulative effects of examining what may be emotionally challenging
material” (Tufford & Newman, 2012, p. 81).
As an experienced pediatric nurse who has been frequently exposed to pediatric EOL and
trained to be an empathic and active listener, a bracketing interview was crucial for this study to
avoid the unintentional influence of my personal assumptions on the chosen phenomenon,
father’s lived experiences at their child’s EOL (Parahoo, 2006). To prepare for the degree of
difficulty with implementing bracketing in qualitative research, bracketing interviews call for
ongoing reflection while keeping the researcher’s beliefs under control to prevent one-sided and
incomplete interpretations of the data (Creswell, 2007; Thomas & Pollio, 2002). While
bracketing is a challenging task that reveals moments of individual reflection, requires the
identification of biased assumptions, and serves as the leading factor in the development of an
insider’s perspective that is required for phenomenological research, it was vital for this study’s
design (McNarry et al., 2019). Prior to interviewing participants, a bracketing interview about
my experiences with pediatric EOL was conducted by a PhD-prepared nurse researcher familiar
with the research method to identify my relationship with the data in terms of my past, present,
and future (Savin-Baden, 2004). Prior to the bracketing interview, I knew and understood
pediatric EOL from the healthcare and personal perspectives only. During the bracketing
interview, a therapeutic judgment free environment was created to encourage the researcher to
set aside assumptions within her responses. As questions were asked, my hidden biased thoughts
of which I was unaware began to unfold when identifying how my assumptions could interfere
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with the creation of the insider’s perspective. Witnessing pediatric EOL, I reflected on gender
differences related to expressions of grief, the role of advocacy I repeatedly fulfilled during the
end of children’s lives that occurred under undesirable and unfavorable conditions, times I
assumed I cared more for the deceased child than the child’s parents, misunderstood grief of a
mother with a dug use history who experienced two children at the EOL, and the variation of
fathers’ levels of involvement at children’s EOL I found questionable as a healthcare provider.
Therefore, with the assistance of feedback provided by Transdisciplinary Qualitative
Phenomenology Group (TQPG) at the University of Tennessee at Knoxville after transcription of
my bracketing interview took place, it was necessary to dissect influential bias, address ways to
prevent my personal experiences from interjecting with fathers’ experiences, and acknowledge
the ways I received and processed information. Furthermore, it was also necessary for me to
adopt new ways of thinking about children’s EOL and address the ways my views on grief,
paternal involvement in pediatric EOL, and pediatric EOL as a whole were incongruent with
fathers’ lived experiences. A bracketing interview not only created awareness of my
presuppositions but also afforded me the opportunity to assume an open, nonjudgmental attitude,
partake in the process of self-discovery, acknowledge any buried emotions, and address any past
memories related to pediatric EOL that could conflict with an insider’s perspective (Thomas &
Polio, 2002; Tufford & Newman, 2012). The bracketing interview also sensitized me to any
emotional demands I could have imposed on fathers during their interviews (Thomas & Pollio,
2002). Following the bracketing interview, several assumptions were identified. Due to the scant
amount of related literature, assumptions were found in the experiential basis of my pediatric
nursing career. Assumptions from my career experience included the following: (a) fathers view
pediatric EOL as a life event that goes against the natural order of life, (b) a child’s EOL is a
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difficult time all fathers experience, (c) fathers internalize grief expressions at the child’s EOL
and during the bereavement period following the child’s EOL, (d) fathers may face negative
consequences from ineffective coping, and (e) fathers are able to vividly recount the end of their
child’s life. While it is difficult to see pediatric EOL as if for the first time and set aside
assumptions, I followed Lincoln and Guba’s (1985) recommendation of using a reflexive diary to
help me maintain an open and neutral mindset.
Sample
Sampling Method
With plans to conduct this study in the Southeastern region of the U.S., I used purposeful
sampling as the primary sampling method. Creswell (2013) describes purposeful sampling as a
sampling strategy that gives inquirers opportunities to select individuals who experienced a
chosen phenomenon and sites for their studies in order to purposefully inform an understanding
of research problems. In particular, criterion sampling, a type of purposeful sampling, selects
individuals that fit into predetermined sets of criteria for participation and eligibility purposes
(Palinkas et al., 2015). Furthermore, purposeful sampling in qualitative research is not concerned
with principles of quantitative methods of sampling which include randomization and
generalization (Palinkas et al., 2015). As opposed to quantitative research that provides a breadth
of understanding, qualitative research seeks to provide a depth of understanding (Palinkas et al.,
2015). For this study, I provided depth through means of saturation which is defined as the point
in data collection where no new concepts emerge within the data (Miles & Huberman, 1994;
Palinkas et al., 2015).
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Sample Size
Qualitative research, in particular phenomenology, gives researchers a great deal of
flexibility when determining sample sizes (Creswell, 2013). Sample sizes can be as small as one
participant or as large as 300 participants (Creswell, 2013). For this study, the researcher
refrained from selecting a set number of participants and remained flexible in order to achieve a
range of variation in data, depth of the chosen phenomenon, and data saturation (Colaizzi, 1978;
Giorgi, 2009). In the end, eight fathers participated in this study.
Inclusion and Exclusion Criteria
With the study’s purpose in mind, I based the sample of fathers on certain inclusion and
exclusion criteria. Congruent with the basic tenets of phenomenology, any father who
experienced their child’s EOL was eligible to participate in this study. Following Joint
Commission’s (2010) requirement for patient education materials and East Tennessee State
University’s (ETSU) (n.d.) reading level requirement for the general public, inclusion criteria
included fathers 1) who were at least 18 years old, 2) who had the mental capacity to provide
informed consent, 3) who experienced their child’s EOL, and (4) who could read and speak
English on a 7th grade level as the informed consent document (ICD), introductory letter
(Appendix A), and support materials were presented in the English language. Based on their
preference of telephonic or email communication prior to interviewing and their understanding
of the ICD and introductory letter, eligibility was determined. Congruent with qualitative
research, the primary method of determining eligibility is self-report. The deceased child was
required to be in the age range of 0-17 years old at the time of their EOL. The chosen age range
was based on the frequently referenced age parameter for minors, in the age range of 0-17 years
old in the U.S. (Freyer, 2004). Eligible participating fathers included foster fathers, stepfathers,
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adoptive fathers, biological fathers, widowed fathers, divorced fathers, single parent fathers, or
any male who identified himself as the deceased child’s father.
Recruitment
After Institutional Review Board (IRB) approval, I used one advertising method for
recruitment purposes. To recruit eligible subjects, I used a study flyer (Appendix B) as an
acceptable form of direct advertising methods in research (Oregon State University, n.d.; The
University of California, Los Angeles [UCLA], 2019). Specifically, I emailed study flyers to
public organizations men may participate in such as grief and bereavement support groups,
religious organizations, and individuals that knew fathers who lost a child.
Prior to emailing recruitment materials, I obtained permission from the IRB and the
designated point of contact for each organization I recruited from. The researcher had no
supervisory relationships with the point of contacts or access to participants. To accommodate
fathers’ varying levels of privacy requirements, I interviewed fathers in the privacy of my home
while I was alone each time with a closed door and allowed them to choose if they wanted to use
the Zoom video feature or not to show their facial expressions and body language during their
interviews. Furthermore, the father’s setting was any private location of his choosing. As
Creswell and Poth (2018) recommend, sampling took place from more than one organization in
different locations via email.
In line with recommendations, I kept information within the study flyer 80-90 words long
and refrained from using exculpatory or coercive language (The Regents of the University of
California [RUC], n.d.). The study flyer included the following: (a) my email address and cell
phone number, (b) the purpose of the study, (c) time commitment, and (d) an acceptable sentence
about monetary compensation that excludes an undertone of inducement (RUC, 2019). At least
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four different approaches can be utilized to determine a reasonable payment amount for
participation in any research study (Resnik, 2015). The free-market approach determines a
payment that directly reflects supply and demand (Resnik, 2015). The appreciation approach
offers a small financial gift as a way to thank participants for participating in the research study
(Resnik, 2015). The reimbursement approach offers participants reimbursement for travel and
lost wages as employers would offer their employees (Resnik, 2015). Lastly, the wage-payment
approach offers an hourly rate of $10.00 which is the amount an unskilled labor worker would
receive in the U.S. (Resnik, 2015). When tallying the expected time commitment for this study,
each participant on average spent roughly 3-3.5 hours total of their time reading the ICD, reading
the introductory letter that discussed the purpose of collecting demographic data, answering short
emails pertaining to the study, verbally answering the demographic questionnaire (Appendix C)
prior to the start of the interview, and interviewing. Therefore, eligible participants received a
$20.00 electronic gift card for participating as an acceptable form of payment (UCLA, 2016).
Participants self-selected into the study and contacted me via contact information as per
the research flyer. When potential participants contacted me, I collected their email addresses
and phone numbers on a password-protected Excel spreadsheet document on my personal
password-protected computer while keeping track of interview logistics (Princeton University,
n.d.). However, participants had the option of refusing to provide both email address and
telephone number if desired.
When the participant used an email address to contact me, I used an encrypted and secure
email address, particularly my institution-issued account, for my scripted responses to arrange
Zoom interview dates and time (Appendix D). Using the telephone screening script of The
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University of Pittsburgh (2014) as a guide, I tailored my scripts to match the characteristics of
this phenomenological study (Appendix E-F).
As a general rule of thumb, it is acceptable to use email as a form of communication
during the recruitment phase for the scheduling of participants’ interviews, and general study
participation (TRUW, 2018). Described as a common error by researchers, I also provided an
introductory letter discussing the purpose for collecting demographic data and the value
demographic data can potentially add to the understanding of their experiences in addition to the
ICD (Boynton & Greenhalgh, 2004). The introductory letter was provided via email to willing
participants after they officially confirmed their desire to participate along with a blank sample
ICD that followed ETSU’s IRB guidelines (ETSU, n.d.). I refrained from including multiple
recipients on the same email to avoid confidentiality violations (TRUW, 2018). Furthermore,
emails between myself and the participants did not appear urgent in nature to avoid a coercive
like tone (TRUW, 2018). To give time for review and consideration, participants had at least one
week to review the ICD and introductory letter I provided prior to scheduling their Zoom
interviews. To avoid the creation of a coercive environment, I did not engage in persuasive
conversation or behaviors at any time during the study. Twenty-four hours prior to their
scheduled interviews, I followed up with each father to address any questions or concerns they
had regarding the study. Immediately prior to their Zoom interviews, I addressed any questions
or concerns they had one final time before their interviews officially began.
When the participant used a phone to contact me, I queried about the use of email for
future communication to provide study information (e.g., sample ICD) and arranged the one-onone Zoom interview. When an email address was provided by each participant, I used it to
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provide the information as described in the previous paragraph. Every participant in this study
opted to receive study documents via email.
Interviews were scheduled to allow participants to have at least one week to review the
ICD per telephone script. No sooner than 24 hours before their scheduled interview, I followed
up with participants via their preferred method of communication to address any questions or
concerns they may have had prior to interviewing. Participation was completely voluntary.
Participants retained the right to withdraw from the study at any time, up to and including after
the interview was conducted.
Data Collection
Data collection included demographic data and individual face-to-face audio recorded
interviews. Just prior to their interviews, participants were allowed sufficient time to read the
ICD again and ask any questions before their interviews officially began. Questions, when asked,
were answered. No father declined to participate in the study. Next, recorded verbal consent
from participants was confirmed and obtained without their physical signatures.
Demographic Data
Following agreement of study participation per verbal consent, questions within the
demographic questionnaire were asked by the researcher for the participant to verbally answer
and collected on physical copies the researcher had to keep track of each participant’s
demographic data. Used in an objective sense, the demographic questionnaire was a standardized
questionnaire that contained the same questions for each participant to complete (Boynton &
Greenhalgh, 2004). After the last question from the demographic questionnaire was asked by the
researcher, the researcher then offered participants the opportunity to explain their answers or
provide additional comments in a free text box as a paper questionnaire typically would
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(Boynton & Greenhalgh, 2004). To avoid the risk of fathers choosing the same pseudonym, I
assigned each father his own pseudonym following data collection for identity purposes. Chosen
pseudonyms were linked with fathers’ first initial of their first name on an Excel spreadsheet to
keep track of their data. Last initials were not used in conjunction with first initials or any other
direct identifiers to avoid possible exposure of fathers’ identities. If more than one father had the
same first initial, a different pseudonym beginning with that initial was used. Participants’
pseudonyms were written by the researcher on the physical copies she used to collect
demographic data per fathers’ responses to ensure the data regarding the sample and data
analysis was accurately presented.
Collected demographic data included the following: deceased children’s age (s), cause of
death, genders of the deceased children, fathers’ age, fathers’ education level, fathers’ ethnicities,
fathers’ occupational statuses, and fathers’ marital statuses. All questions within the
questionnaire were needed to fully capture a comprehensive picture of fathers’ experiences.
Unstructured Interviewing
Interviews are the golden standard for phenomenological studies when identifying
similarities and common meanings in participants’ lived experiences (Creswell, 2013).
Unstructured interviewing is ideal for these studies as methodological focus is placed on
interactions between the researcher and participant instead of predetermined questions and
answers for interviews (Minichiello et al., 1990). Unlike other research methods,
phenomenology sees the participant as “an active agent in shaping how the interview goes”
(Lyons & Cole, 2007, p. 11).
To effectively conduct one-on-one unstructured interviews with open-ended questioning,
I followed Thomas and Pollio’s (2002) recommendations: (a) chose the quietness and privacy of
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my home while being alone with a closed door during each Zoom interview, (b) gave
participants the opportunity to set the flow of dialogue instead of using the structured questioning
technique, (c) kept track of their words, (d) clarified any misunderstandings, and (e) practiced
with digital voice recorders (DVRs) and their microphones before interviewing participants
when their interviews took place via phone. Before the interviews, I became familiar with the
recorders’ volume control and on/off switch and determined if batteries were required to ensure
successful recording. Additionally, I also practiced recording in Zoom to minimize user mistakes
during their interviews. After self-taught training on the equipment and Zoom, I performed a test
run by recording myself talking to make sure I could properly store an audio file correctly for
transcription purposes at a later stage in the study. Once this was accomplished, extra batteries
for the DVRs were purchased to avoid the loss of interview data.
Using an unstructured interview guide (Appendix G), I began each interview by asking
the following open-ended research question: “When you think back to your child’s end of life,
what was it like for you?” During the interviews, I resisted interrupting participants during their
interviews, allowed for moments of silence, offered reassurance for nervous and emotional
participants, periodically summarized what was heard to enhance clarity, and offered the right to
terminate the interview for especially emotionally charged participants (Thomas & Pollio, 2002).
During their interviews, fathers could have stopped their interview completely if they did not feel
comfortable sharing certain information, skip any uncomfortable questions, take a break during
the interview if necessary, or reschedule the interview if necessary. Also, during the interview
for the one father who chose telephonic communication as his preference for interviewing, both
DVRs recorded his interview with the volume adjusted to the high setting in case he was a low
volume talker. The interview length per father was between one to two hours. In the event
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participants needed emotional support, I stopped the interview and allowed the participant to
express emotions while I, as a trained registered nurse experienced in pediatric EOL, provided
support. I asked the participant if it was alright to continue the interview. When the participant
agreed, the interview continued. At the conclusion of each interview, supportive written
materials regarding pediatric EOL along with parent support group and information from
credible resources were available for participants. Once the interview for the father who chose
telephonic communication as his method of interviewing was finished, I quickly reviewed the
audio recordings and verified that the audio was audible on both DVRs. I also initiated the
memoing process so that I could assess personal biased thoughts while providing an audit trail of
transparent descriptions pertaining to the study (Lincoln & Guba, 1985). All paper documents
and DVRs were secured in a locked file cabinet at my personal residence in my home office.
When considering transfer of audio data from the DVRs, I first identified the location of
the Universal Serial Bus (USB) port on one of the DVRs. After the port was identified, I
connected the first matching end of the USB cable to the USB port on the DVR and the second
matching end of the USB cable to the USB port on my password-protected personal computer.
Once the DVR was powered on and the computer recognized the recorder, I opened the recorded
audio files from the DVR using the window that appeared after the computer detected the
recorder. Lastly, I saved the audio files to my computer’s desktop for quick access by clicking
and dragging each audio file onto the desktop. After each audio file was saved, I then played
each file back to verify successful transfer of each file. Once this step was completed, I closed
out the window for the DVR, safely disconnected the DVR from my computer, and immediately
deleted the audio files from the DVR. These steps were repeated for the second DVR in the same
manner using the same USB cable and computer.
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When transcribing raw data, it is highly recommended that the researcher transcribes the
data himself instead of allowing an outsider to transcribe the data the researcher collected
(Bloomberg & Volpe, 2012). The outsider may not take the time to familiarize himself with the
data as he does not know the data intimately enough to take on the task of transcribing
meaningful data or providing clear interpretations. The reward of connecting meaningful units of
data is possible when the researcher understands the advantage of immersing oneself into the
data. While data is fresh, Thomas and Pollio (2002) push for the need to transcribe interviews as
soon as possible once interviewing is over. As for the transcription timeline, I transcribed each
interview verbatim within one to three weeks of completion onto a password-protected word
processing document on a password-protected computer kept in a locked file cabinet in my
residence in my home office. During the transcription process, I paid attention to paralinguistic
phenomena, highlighted words the fathers placed emphasis on, changed identifiable information
to pseudonyms, and listened to the interviews repeatedly along with their transcripts before
creating meaningful segments as recommended by Thomas and Pollio (2002). Once transcription
was completed and verified, audio files from the father’s telephone interview was deleted into
the Recycle Bin and then permanently deleted from the Recycle Bin by the researcher. When the
interviews took place via Zoom, the interviews were recorded on my password-protected
personal laptop for transcription. After transcription, the Zoom video recordings were deleted
from the Zoom platform by the researcher. All required study documents will be retained for six
years following the completion of the study as per compliance with ETSU’s IRB requirements
(ETSU, 2018).
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Pilot Interview
Integral in the preparation process, a pilot interview was conducted after the approval of
the ETSU IRB to assess the study’s overall interview process as well as the researcher’s
interviewing technique and skills (Morse et al., 2002). After the recruitment of an elderly 81year-old father whose female child died at nine months old nearly 60 years ago took place and
eligibility was determined, the interview occurred. Privacy was secured in the father’s home
while he interviewed alone in a room with a closed door. The researcher also ensured privacy
when interviewing the father telephonically in her home alone in a room with a closed door.
Tested prior to the conduction of the interview, two digital recorders were used to record the
one-on-one unstructured Zoom interview. Consistent with the tenets of the phenomenological
school of thought and resembling the format of a natural conversation, unstructured interviews
give interviewees the freedom to express answers in their own ways and at their own pace
without the constraints of a “formal” or pre-planned interview (Jamshed, 2014). Honoring the
true methods of phenomenology, while remaining flexible, the researcher refrained from using
predetermined questions and asked questions based on the father’s responses for clarity and more
detailed descriptions of his experience. During the interview, the researcher understood firsthand
the importance of active listening and the use of silence to allow the father time to gather his
thoughts. The interview lasted approximately ten minutes. Afterwards, the father provided
positive feedback and the researcher debriefed with the TQPG at the University of Tennessee at
Knoxville (UTK) and faculty chair. Establishing validity, emotions and reactions were noted in
the transcript of the pilot interview when analyzing and discussing the transcript with TQPG at
UTK. The pilot interview gave the researcher insight into her interview style and research
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question and helped the researcher detract from interviewing techniques that could have
threatened the authenticity of unstructured interviews (Seidman, 2006).
Humans Subjects Protection
As for any research study, the consideration of human subjects protection was necessary.
Several strategies for protection are described in detail above. As the researcher, I took all
precautions to maintain participant confidentiality. Participation was completely voluntary, and
participants had the right to withdraw from the study at any time before, during, or after data
collection. No participant withdrew from the study.
To keep interview data confidential, it was deemed appropriate to encrypt identifiable
data, limit access to their information, and store data in a locked location (Princeton University,
n.d.). Secured and sensitive data was handled by authorized trained professionals only during and
after the study (Princeton University, n.d.). In compliance with these recommendations, I stored
participants’ demographic questionnaires I completed from their verbal responses during their
Zoom interviews and interview transcripts in a secure locked file cabinet inside my home office
(Princeton University, n.d.; University of Delaware, n.d.). Study documents retained on my
computer, including Excel spreadsheets and copies of fathers’ transcripts, were secured with
passwords. Other protection measures included the use of pseudonyms for participants’
demographic questionnaires and during audio recording, transcription, and data analysis. To
secure interview data during the data analysis phase, I created a strong password for my personal
computer to prevent untrained and unauthorized individuals from gaining access to interview
data (Princeton University, n.d.). Although the transfer of confidential data files via email during
the study is often seen as the weakest form of data security, my encrypted institutional email was
used due to the restricting conditions caused by the global pandemic (Princeton University, n.d.).
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Following ETSU’s (2018) digital research data storage guidelines, fathers’ transcripts and
demographic questionnaires will be shredded six years after the completion of this study (ETSU,
2018). After recruitment and subsequent data collection, fathers’ contact information on the
Excel spreadsheet was deleted from the researcher’s password protected personal laptop and data
was de-identified. Only authorized personnel had access to study documents. This included
myself, my faculty chair and, as needed, my committee, (TQPG) at the University of Tennessee
at Knoxville (UTK), and ETSU IRB.
Risks
Pediatric EOL studies involving deceased children and their families have unique
considerations that qualitative researchers must consistently take into account. All studies should
be designed with minimal and reasonable risks associated with study participation (Children’s
Hospital of Philadelphia [CHOP], n.d.). A minimal risk can be described as a risk where the
probability of harm or discomfort may occur during research is not higher than the probability of
harm or discomfort one may experience in everyday life or during routine health visits (The
Regents of the University of California [TRUC], n.d.). The types of research risks participants
may be subjected to include physical harm, psychological harm, invasion of privacy, social
harms, and economic harms (TRUC, n.d.). Contributing factors impacting research risks include
any procedure to be performed, the experience and skills of the responsible person for
performing the procedure, the demographic characteristics of research participants, and the
study’s setting which may or may not allow privacy and protection (CHOP, 2019). To control
factors impacting research risks while minimizing them, I did the following: (a) secured sensitive
and confidential study data as previously discussed, (b) avoided unnecessary risk exposure to
participants, (c) used standard phenomenology research methods, (d) conducted interviews in the
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privacy of my personal residence while being alone with a closed door during each interview,
and (e) provided complete information in the study’s ICD regarding the study’s details, logistics,
and scientific rationale for the proposed study (TRUC, n.d.). Overall, this qualitative study
included an interview and the verbal completion of a demographic questionnaire, minimal risk
activities. However, there was a risk of losing confidentiality due to data collection strategies.
Furthermore, collected data may be known to others outside the research team due to obituaries,
news reports, or other means of prior communication and, therefore, could have led to potential
identification.
The vulnerability of this study’s participants, bereaved fathers, was also considered when
acknowledging research risks. In healthcare, vulnerable populations consist of the following
populations: (a) children, (b) socioeconomically disadvantaged, (c) ethnic minorities, (d)
underinsured or uninsured, (e) elderly, (f) individuals who are ill or immunocompromised, (g)
pregnant women, (h) malnourished individuals, (i) gender, (j) limited English proficient, (k)
disabled, (l) low educational level, (m) unemployed, (n) prisoners, and (o) the homeless (Manti
& Licari, 2018; Waisel, 2013; World Health Organization, n.d.). Although the pediatric
population in this case is deceased, I protected the data as if they were a living population
through mechanisms described above. Bereaved fathers are also classified as a vulnerable
population due to their unknown emotional states and contributing demographic and economic
factors. When fathers’ emotions were heightened during interviews, as previously discussed as a
trained registered nurse working with this population, I attempted to assist them to regain their
focus. I assessed participants’ willingness to proceed with the interview. When they agreed, the
interview continued. All fathers were provided with supportive materials from credible resources
following their interviews if they chose to receive them.
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Benefits
In conjunction with research risks and vulnerabilities, all studies should include benefits.
A research benefit can simply be defined as an advantage (TRUC, n.d.). King (2000) identified
three research benefits: (a) direct benefits which is attributed to a study’s intervention, (b)
collateral benefits that participants can receive despite not receiving the study’s intervention, and
(c) aspirational benefits which are societal benefits or benefits for future patients that are
acknowledged in study results. For this study, a direct and individual benefit fathers experienced
during interviews included mental cleansing and emotional relief. Compared to quantitative
methods, qualitative interviewing identifies the cathartic value of talking (Biddle et al., 2013).
Although this study did not focus on an experimental intervention, aspirational benefits were also
plausible and beneficial outcomes. While there were minimal aspirational benefits for
participating in this study, there was an opportunity for the generation of new evidence related to
new nursing interventions that may aid in addressing the specific needs of fathers who have lost
children. This new evidence will primarily help address major gaps in pediatric EOL literature.
Data Analysis
Steps of the data analysis process are interrelated and may be revisited repeatedly if
necessary. Creswell (2013) describes data analysis as interactive rather than sequential. Using
Pollio, Henley, and Thompson’s (1997) recommended steps for data analysis, I examined
fathers’ transcripts independently line by line after the transcription process of fathers’
interviews was completed. When examining each line, I identified themes which are “patterns of
description that repetitively recur as important aspects of a participant’s description of his or her
experience” (Thomas & Pollio, 2002, p. 37). Described as small units of insight, I also identified
meaning units in addition to recurring themes (Bengtsson, 2016; Catanzaro, 1988). In accordance
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with Merleau-Ponty’s (1962) figure/ground (FG) relationship, fathers’ situated experiences fell
within a particular context or situation where figural elements in their experiences emerged
against a specific background they described (Thomas & Pollio, 2002). Figuratively speaking, a
figure is something that contrasts itself from a background containing indefinite coloring
(Merleau-Ponty, 1962). Although figural elements independently stand out from definitive
backgrounds, the figure and ground concepts share a dependent relationship (Thomas & Pollio,
2002). The key tenets of time, relationships with others, intentionality, embodiment, and
perception represent the primary grounds Merleau-Ponty refers to in the FG relationship
(Merleau-Ponty, 1962; Thomas, 2005). In essence, the FG conceptual relationship coincided
with fathers’ figural themes in which they described moments that stood out to them during their
experiences at their child’s EOL.
During this phase, I created a general sense of the data when referring to previously
written memos. Study memos allowed reflection on the data’s overall meaning, analyzation of its
tone, and consideration of its depth (Birks et al., 2008; Creswell, 2013). Each theme was initially
color coded by hand to keep the data organized. Select transcripts were presented to dissertation
committee members and members of the TQPG at UTK to review and analyze prior to finalizing
data analysis. Transcripts, when selected, did not include any identifiable data.
Rigor
In this study, I used several methods to enhance its rigor. Contrary to quantitative
advocates who believe causality and prediction are the foundations for all quantitative data
analysis, rigor in phenomenological work is achieved through dependability, transferability,
confirmability, and credibility (Lincoln & Guba, 1985). Used interchangeably with validity,
trustworthiness is almost entirely based on the researcher’s level of confidence and ability to
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persuade readers (Thomas & Pollio, 2002). Trustworthiness is also concerned with research
findings that are worth noting and discussing (Lincoln & Guba, 1985). Due to competing
viewpoints on the enhancement of trustworthiness in qualitative research, several procedures can
be utilized to establish rigor (Lincoln & Guba, 1985). The following procedures can increase
trustworthiness in a qualitative study: (a) external audits, (b) prolonged engagement and
persistent observation, (c) peer review or debriefing, (d) member-checking, (e) negative case
analysis, (f) triangulation, (g) rich, thick descriptions, (h) clarification of researcher bias
(reflexivity), (i) the establishment of investigators’ authority, and (j) the collection of referential
adequacy materials (Creswell, 2013; Lincoln & Guba, 1985). For purposes of this study, I used
several procedures to ensure trustworthiness.
Dependability
Dependability ensures “the stability of findings over time” (Bitsch, 2005, p. 86).
Dependability also allows individuals outside the research to repeat findings of qualitative
inquiry within the same sample, critique the research process, and determine whether the
research process is logical and traceable (Lincoln & Guba, 1985; Polit et al., 2006; Sandelowski,
1986). To establish dependability, an audit trail is an acceptable procedure (Lincoln & Guba,
1985).
The audit trail served the purpose of holding the researcher accountable for decisions
made throughout the research process in terms of data collection and analyzation (Bowen, 2009;
Li, 2004). Full and transparent examination of research steps pertaining to the start of research
to the reporting of findings was needed to create an audit trail (Lincoln & Guba, 1985). Memoing
aided the researcher’s thinking process from collecting concrete raw data to the creation of
conceptual abstractions (Birks et al., 2008). Not limited to the analysis phase, memoing brought
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clarity to the researcher, ensured retention of developing ideas, and kept record of directional
changes in the natural progression of the study (Birks et al., 2008; Glaser, 1978). Additionally,
“similarities and differences were identified, relationships were explored and hypotheses
spawned” (Birks et al., p.71).
Transferability
Transferability can be defined as the “interpretive equivalent of generalizability” (Bitsch,
2005, p. 85). Transferability can also be defined as the degree to which research findings are
applicable (Lincoln & Guba, 1985). This element of trustworthiness is accomplished through
thick descriptions and purposeful sampling (Anney, 2014; Bitsch, 2005). Detailed accounts, also
referred to as thick descriptions, can provide great details about a shared phenomenon through
physical, movement, and activity descriptions (Creswell & Poth, 2018). In this case, thick rich
descriptions aided in misunderstandings regarding fathers’ experiences at their child’s EOL
while furthering credibility and establishing validity (Lincoln & Guba, 1985). Compared to
probability sampling methods, purposeful sampling can produce in-depth findings needed to
understand fathers’ experiences (Cohen et al., 2011). Through fathers’ thorough descriptions, the
researcher generated accurate accounts of fathers’ descriptions from the beginning of data
analysis to the end (Brink, 1993).
Confirmability
Confirmability is determined when other researchers can confidently confirm the
researcher’s findings derived from the data collected (Tobin & Begley, 2004). Audit trails, as
previously discussed, are used to establish dependability as well as confirmability according to
Lincoln and Guba (1985). Furthermore, reflexivity is an additional means for ensuring
confirmability in qualitative research (Anney, 2014).
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Reflexivity requires qualitative researchers to “position themselves” to become intimate
with their own inquiry, be conscious about personal biases and beliefs, and provide a clear
explanation of self-awareness (Creswell & Poth, 2018). According to Malterud (2001), “a
researcher's background and position will affect what they choose to investigate, the angle of
investigation, the methods judged most adequate for this purpose, the findings considered most
appropriate, and the framing and communication of conclusions” (pp. 483-484). To demonstrate
reflexivity, I developed a reflexive journal inclusive of study logistics, ongoing reflections, and
personal perspectives related to the phenomenon (Lincoln & Guba, 1985). As previously
discussed in Chapter 3, the bracketing interview supported this phase of the study focused on
reflexivity. During my bracketing interview, I discussed my experiences with the phenomenon
and provided a reflection of my background related to the phenomenon.
Credibility
Credibility refers to confidence that can be placed in research findings (Macnee &
McCabe, 2008). Findings are believable, true based on participants’ perspectives, and fully
represent actual meanings of participants (Lincoln & Guba, 1985). Similar to other elements of
trustworthiness, credibility is established using multiple procedures such as prolonged
engagement, persistent observation, negative case analysis, referential adequacy, member
checks, triangulation, peer debriefing, and previous research findings (Lincoln & Guba, 1985;
Shenton, 2004). Triangulation of sources, peer debriefing, and the examination of previous
research findings were used to demonstrate credibility.
Triangulation is useful for the development of a comprehensive and robust account
(Denzin, 2009). This procedure also helps “the investigator to reduce bias and it cross-examines
the integrity of participant’s responses” (Anney, 2014, p. 277). Defined as the process of using
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multiple resources in an investigation with an end goal of deeper understanding, triangulation is
accomplished using one of four following ways: (a) methods triangulation, (b) triangulation of
sources, (c) analyst triangulation, and (d) theory/perspective triangulation (Denzin, 1978; Patton,
1999). To corroborate evidence through triangulation of sources such as interview transcripts, the
bracketing interview, memo notes, committee members’ review of transcripts, and TQPG’s
review of transcripts, I examined consistency within fathers’ interview data and compared their
viewpoints when identifying themes (Creswell & Poth, 2018). The overall goal of using this
form of triangulation was to shed light on newfound themes and fathers’ perspectives at their
child’s EOL (Creswell & Poth, 2018).
Peer debriefing consists of scholarly guidance from various groups of individuals such as
members of academic staff and dissertation committee members (Anney, 2014). During peer
debriefing, questions related to the research process can be shared, feedback is offered to the
researcher, and new perspectives are identified, interpreted, and analyzed (Moon et al., 2016;
Shenton, 2004). Lincoln and Guba (1985) suggest peer debriefing for the purpose of encouraging
researchers to express their emotions during the research process and provide deeper
understanding of data presented. The researcher used guidance from dissertation committee
members, her faculty chair, and the TQPG at UTK. The examination of research findings can
also ensure credibility according to Shenton (2004). These findings were compared for
congruency with past scholarly peer reviewed studies from the literature review in Chapter 2.
Member checking, also referred to as respondent validation, was not an ideal means for
establishing credibility for this study. Quotations were not provided to participants for their
review prior to use. There was an emotional risk to fathers since the sensitive nature of this topic
may have been difficult to re-address with them. If participants found that the interview was an
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emotionally difficult task, it could have caused further emotional distress if participants were
asked to confirm their statements from their interviews. Ethically speaking, a sound researcher
would refrain from trying to recall which participant said what based solely on pseudonyms as
there is potential for sending the wrong quotation to the wrong participant. As a result, member
checking was not used.
Summary
This phenomenological study was conducted to describe fathers’ experiences at their
child’s EOL. To fulfill the study’s purpose, it was necessary to use Merleau-Ponty’s
phenomenology as the key tenets of time, relationships with others, intentionality, embodiment,
and perception were all applicable to fathers’ experiences. Through Merleau-Ponty’s (1962)
philosophical lens and using Thomas and Pollio’s (2002) methods for conducting
phenomenological research, I adequately answered the research question. As stated, I maintained
rigor throughout the study and abided by ethical principles to maintain fathers’ confidentiality,
minimize risks, and protect the study’s data. The conduct of this research allowed fathers the
opportunity to describe their experiences at their child’s EOL, increase awareness amongst
healthcare providers, and enhance understanding related to their experiences.
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Chapter 4. Results
An iterative analytical cycle was used to interpret the lived experiences of eight fathers
who have experienced their child’s EOL in the forms of miscarriages, stillbirths, and accidental
deaths. The specific aim for conducting this phenomenological study was to describe fathers’
lived experiences for the purpose of promoting a broader and more complete understanding of
pediatric EOL from their perspectives. This chapter applies Merleau-Ponty’s existential grounds
of time, world, body, and others to fathers’ experiences, introduces four emergent themes, and
presents the overall essence of fathers’ lived experiences. Participants gave me direct access into
their worlds and realities while enhancing understanding of pediatric EOL from their points of
view.
Demographics
A total of eight fathers participated in this study. Participants’ ages ranged from 32 to 73
years old and the ages of their deceased children ranged from 0 months old to 10 years old. All
of them were married and worked full time at their child’s EOL except one father. Five fathers
(62%) were Caucasian and three fathers (38%) were African American. At the time of their
child’s EOL, four fathers held a graduate degree, two fathers held a bachelor’s degree, one father
held an associate’s degree, and one father held a GED. The causes of their children’s deaths
included miscarriages, stillbirths, accidents, and Sudden Infant Death Syndrome (SIDS).
Existential Grounds
The four major existential grounds of human existence include time, world, body, and
others according to Merleau-Ponty’s traditional concepts (Thomas & Pollio, 2002). Using the
simple analogy of a growing or “bursting forth” flower, Merleau-Ponty symbolically defined
time (Merleau-Ponty, 1962). From a general perspective of time itself, “minutes and hours pass
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mindlessly in much of everyday life; time only periodically bursts into consciousness” (Thomas,
2005, p. 72). When describing their subjective experiences, fathers discussed time-stamped
memories in varying units of time. Applying Merleau-Ponty’s idea of time and philosophy of the
“bursting forth” flower to fathers’ experiences, fathers never forgot certain moments in time
during their experiences. Most fathers gave specific chronologic times of actual events that
occurred at their child’s EOL when describing events such as their wives’ active miscarriages
and stillbirths as they were occurring, emergency phone calls, and major EOL decision making
for the child. Individualizing their own experiences, every father discussed time in his own
language whether he mentioned specific increments of time or used verbiage such as “the final
farewell” or “the nightmare began” to emphasize unforgotten moments in time. Time stood still
for some fathers while time created a blurring whirlwind of thoughts for other fathers that
struggled to remember certain details pertaining to their experiences.
Grounded in fathers’ perceptions of their realities, the concept of intentionality is evident
throughout fathers’ descriptions of the emotional support they received from others as their
shaken worlds collapsed at their child’s EOL. Intentionality suggests a connection between us
and the world with the end result of identifying meaningful things (Thomas & Pollio, 2002).
Prior to the child’s EOL, some fathers’ worlds functioned in a state of stability and cohesiveness
where the flow of life made sense for their careers and family life at the time. In other
circumstances, some fathers reluctantly connected to their personal worlds prior to their child’s
EOL through fluctuating unstable life events. The combination of currently occurring life events
with their child’s EOL sent fathers into a mental state of turmoil. As the end of their child’s life
occurred, fathers felt as if they existed in worlds where they, as men, lacked control. At this point
in their lives, fathers began to identify meaningful facets of their lived experiences. Standing out
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to them in their worlds, fathers remembered specific supportive individuals who made a positive
and lasting impression on their experiences. They vividly recalled supportive individuals who
were present for their children’s funerals, during alarming phone calls that alerted fathers of their
child’s EOL, at the bedside during the last hospital visits, and during the bereavement period
when individuals sharing similar experiences offered their presence as a form of emotional
support and comfort. Helpful for some fathers, at least half could identify with other fathers who
shared the same experience and saw outside masculine perspectives as meaningful aspects of
their experiences. In the end, every father was forced to learn how to connect with their new
worlds that included having deceased children.
Recognized as one of Merleau-Ponty’s key philosophical tenets and the existential
ground of body, embodiment refers to the human body’s innate abilities to move and become
aroused in response to external stimuli, translate confined internal messages into outward bodily
expressions, and kinesthetically demonstrate the mind’s perceptions of lived experiences through
gestures and movements (Thomas, 2005). Relating this philosophical view to fathers’ lived
experiences at their child’s EOL, fathers’ bodies experienced emotional distress, psychological
shocks to their psyche, mental exhaustion, the intensity of fluctuating emotions, extreme fatigue
from sleepless nights, pathological thoughts of suicide, and potentially harmful physiologic
adjustments to the increase of chemical or substance use. From the absence of fetal heartbeats to
choosing burial plots, fathers’ bodies experienced their own versions of hell only they could
identify with and describe from their eyes. In general, emotional support from others’ eased
fathers’ negative experiences of embodiment in general. However, fathers’ inabilities to
physically fix their circumstances and protect their families during emergencies led to suppressed
and residual emotions within what Thomas et al. (1998) called “frazzled bodies”. The suppressed
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emotions fathers’ bodies experienced resulted in their bodies enduring the emotional torture of
putting on facades in front of others due to expectations of how their bodies should respond as a
man and temporary losses of their identities as being a man. Fathers’ examples of embodiment
described in the section below demonstrate the interconnectedness between the mind and body
and the relationship between the two as inseparable entities.
Regarding the existential ground of others, fathers mentioned individuals they will never
forget as being an integral part of their journeys. This includes some form of personal interaction
with their miscarried children, stillborn children, older deceased children, family members,
friends, colleagues, individuals within their communities, healthcare staff, and God. Consisting
of positive and negative interactions with others, fathers’ relationships with others partially
determined fathers’ perceptions of their lived experiences at their child’s EOL.
Within the ground of others, one element fathers highlighted in their descriptions as a
form of interaction with their unborn or stillborn children involves the concept of presence.
Although their miscarried and stillborn children were not viable outside their wives’ wombs to
allow direct interactions with them, fathers still remained active in their children’s lives through
means of rubbing their wives’ abdomens, speaking to their unborn children through their wives’
abdomens, being included in the process of naming their children, attending doctors’
appointments when able to, and being present at the hospital at their child’s EOL. Fathers’ close
relationships with their older deceased children became apparent when listening to stories about
their child(ren)’s captivating personalities, viewing recent photos of their child(ren), and
listening to the vital and balancing roles their child(ren) fulfilled in their families while alive. All
fathers ultimately felt the relationships with their deceased children were irreplaceable.
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Likewise, fathers’ relationships with their wives, other family members, and friends also
suggested a sense of closeness. At their child’s EOL, fathers comforted, reassured, and protected
their wives to the best of their abilities without neglecting their wives’ needs. In most cases, their
wives’ needs were viewed as a priority to address over fathers’ own immediate needs. However,
in reversing this role (i.e. fathers becoming the receiver of support), fathers received families’
encouraging words in the time of need and emotional support without judgmental views from
their families. Similarly, the nurturing relationships fathers shared with some family members
encouraged them to push forward into their new and different lives. Because of the nature of
their relationships, fathers did not feel misguided by the support they received from family and
friends or question the authenticity of their support. Additionally, some fathers received
unexpected support from their communities which added to the positive impacts others had on
their experiences.
Most fathers openly expressed the nature of their relationships with God as well. Fathers
heavily depended on God as a source of comfort in the midst of emotional hardships at their
child’s EOL. Some fathers questioned God’s intentions and plans for their lives during this
devastating time in their lives. Regardless of fathers’ wavering faith in God at times, they
maintained a close relationship with God without allowing the relationship to become fractured
despite their initial feelings of frustration and anger.
Interactions with healthcare staff were varied. Half of fathers mentioned positive
experiences with healthcare staff while others discussed negative experiences with healthcare
staff or refrained from discussing their interactions with them. Furthermore, only two fathers
alluded to a level of trust they had in the healthcare staff caring for them, their wives, and their
children. Negative experiences included poor therapeutic communication skills, false hope, and
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insensitive approaches about their child’s health status. From most fathers’ points of view,
healthcare staff were perceived as professionals who had a duty to complete rather than
individuals with whom they shared genuine connections with.
Merleau-Ponty’s four existential grounds of time, body, world, and others are interwoven
throughout fathers’ individual stories. Evident in their thick rich descriptions only they can
provide, each ground contributes to the overall essence of fathers’ lived experiences.
Figural Themes
Below, I discuss the themes that serve as the true essence of fathers’ lived experience at
their child’s EOL. Verbatim excerpts from their transcripts are included to provide support for
each figural theme.
Theme One: “I Done Been Through Hell”
The essence of the lived experience for fathers who have lost children is best captured by
the overarching figural theme “I done been through hell”. Emerging from the existential grounds,
fathers described their experiences as one where their worlds are chaotic and entangled within
inescapable nightmares. Fathers were able to recall unforgettable and specific moments in time
and how personal interactions with others severely affected their experiences. Fathers also
described visceral emotional responses of going through this hell through vivid stories of explicit
and graphic memories. Within this theme, hell is captured through unfathomable emotional pain
others could not begin to understand. The subthemes “No one knows your pain”, “I really don’t
remember”, and “I was completely discombobulated and shocked” are included in the discussion
below. The title for this theme was taken verbatim from Dennis’s description of his experience.
Every father personally connected with Dennis’s meaningful quote as they each described their
own version of going through hell during their experiences. Dennis said
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I know I'm going to be good because man, I done been through hell. I survived. I'm being
so serious. I've been through hell and I've survived. So, I know I'm going to be good, but
my baby, oh, like hold on now. Now if my baby going through, yo, everything stops.
The visceral nature of their experiences is evident in their stories, words, and phrases
used to tell them. Fathers viewed their experiences through lenses of indescribable torture to the
mind, heart, and body. Telling the story of how he lost his miscarried child with no identifiable
gender or, in his own words, his “blood”, Dennis compared his experience to a physical pain that
he could not escape. He said
Um (heavy sigh) like someone stabbing you in the heart, but your hands and feet are
chained and there's nothing you can do about it but sit there and accept what they're
doing.
The inescapability of this pain and his reference to being buried by an earthquake was
also described by Dean, who lost his school aged daughter unexpectedly due to the aftermath of
a car accident involving both his wife and daughter
Everything just gets turned upside down. But you know what's happening, it's like when
there's an earthquake and the building falls down on the people and people on the outside
looking for their relatives, they're feeling it, but the people down under the building,
they're really feeling it…if you're standing on top of the rubble and looking for your
loved one, you're totally afraid that you're not going to get them back. And if you're down
there buried under the rubble, you pretty sure you're going to die.
The emotional pain experienced by the fathers is unfathomable. Dean spoke of feeling hollow
and emptied
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Mainly because I love that little girl so much you know...I don't know how to describe it.
Just your whole insides feel like they're dropping out…It’s not a visual thing of the color
black. It's a feeling of, uh, hollowness maybe. Or a tunnel that you look down and you
don't see anything, you don't really see down it, but you know that it's there.
As he continued, one can almost feel what he describes here, being a vessel scraped out on the
inside
It's like your brain and your body is a vessel and, uh, something like this just scrapes all
the problems that you've ever dealt with before or all the hang ups you have, it just
scrapes it all off the sides of the pan. And it all starts to float again you know, stood
together and that's a scary thing.
Depicting their own versions of hell, “I done been through hell” was also supported by
fathers’ descriptions of detailed graphic images that represented only a fraction of their lived
experiences. Inviting me directly into their worlds, four fathers revisited moments specific to
their individual experiences that stood out to them more than other less impactful moments.
While every father did not provide graphic descriptions, the details in fathers’ descriptions
provided below can undoubtedly capture the essence of fathers’ lived experiences at their child’s
EOL. Following the explicit directions of a 911 operator after his wife’s sudden miscarriage in
the bathroom, Wade discusses his encounter with what he identified as “life”. Although the loss
of his child occurred more than 20 years ago, he is still able to recall his experience as if it
happened yesterday
So, I went and got a jar with a lid and reached in the toilet and it was flesh and I pulled it
out. It was then that I realized that the baby in the womb, even though it is not uh a fully
developed is life…What do I take this jar with me? He said, no.
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Embodying the specific moment of touching his child for the first time, Wade described his
child’s unique characteristics
It felt like flesh and it was it was firm in some places, but uh not so firm in others where
it was kind of coming through the opening between my fingers. It was kind of grayish
and reddish. If you think about chicken liver and put a grayish reddish color to it, that's it.
Thomas similarly described the physical characteristics and graphic features of his child when
holding his child for the first time on the floor
It was... Tiny. It was very small. It was very defined though. You see the whole baby.
Because I'm the one that broke the umbilical cord or whatever. And I remember holding
it and then handed it to her asking what in the world do we even do?
Describing the day he will never forget, Josh also described a permanent mental picture of his
daughter’s bodily features and details of the morning her death was discovered
But when we got there, the side of her face that was down was blue and purple all the
way. And I didn't know what that meant. Like did she choke? Did something
happen?...Like I'm yelling or screaming or whatever you want to call it. And it was just a
tough, tough, tough, tough way to wake up in the morning. For putting it lightly.
Experiencing a different physical encounter in the hospital setting with the loss of his three
stillborn children, Russell recalled the emotionally driven opportunities the hospital gave him
and his wife to grieve following their losses
With all three, they give you a choice in how you want to grieve, and they'll allow you to
hold the baby literally for three days. They'll bring the baby out for so long and then take
the baby back to, I guess, a cold room or like that. She, my wife, wanted to do that. I did
not want to do that.
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Also acknowledging his wife in his experience, Dennis graphically identified his perspective of
the dilation and curettage (D & C) procedure his wife experienced when he said “I wasn't the
person that they dug up into and pulled out. That was my wife.”
In addition to their descriptions of mental images of hell, fathers also used sports
analogies to describe their own versions of going through hell. Comparing his experience of
losing his miscarried child 16 years ago to the familiar masculine concept of sports, Barry
provided descriptions of his perspective when making the following statements
It was like, like somebody tells you that you're getting ready to have a....you’re getting
ready to win and then it'd be…You use a sports analogy. At the last second the other
team makes the game winning play and the air is just sucked out of you. And that's how I
felt like…So you feel like the…you getting a child is um the, is the win is the victory.
And you know, it's like the other team steals the ball and goes down and makes the shot
or the other team it's a game winning or it's a game winning home run or something of
that nature.
Using the same analogy of defeat, Richard suffered the loss of two miscarried children with his
wife. As a healthcare professional with the ability to interpret diagnostic test results and the
values of blood work pertaining to pregnancy, Richard found himself feeling what he described
as deflating
And then just all of a sudden, the numbers aren't right, the numbers are trending down.
There's, "We don't see anything on the ultrasound, there's no gestational sac. There's
nothing that's there." And you're just like, "Okay, well here I was planning all this stuff
out and now there's nothing." So again, deflating. I mean, it's just like it was sucking the
air, sucking the life out of me.
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Attributable to their internal struggles and emotional hardships, “I done been through
hell” was connected to other life-altering events fathers experienced that prevented and disturbed
their lives of normalcy. For example, Barry recalled the financial hardship he experienced when
starting a new life with his wife and during the loss of his miscarried child simultaneously
So I was kind of upset because it was far as financially I’d say, it was one of the harder
times in our lives because uh we had just moved to (city), the jobs we were working,
weren't paying that much. We were barely getting by.
Some of this created emotional distress as life events that would normally be celebratory were
interrupted by the death of their child. Dean described his experience in trying to deal with
pressures from an exciting new job when he found out that his child was in a car accident
Uh things were going really good for me. I was in (city) starting a new gig for public
radio as a host of a (an entertainment) show. I got a call that they had been in a terrible
accident and that (daughter) had been killed and (wife) was in uh intensive care. That was
terrible uh because I tried to get home. It just happened to be a very stormy day and they
closed the (city) airport when I got there. I got a flight that day, got to (city), they closed
the airport. Oh, what a night that was, just not knowing what was going on…I was going
to be the new host of the show. So, it was a big deal…I had to go into the room and tell
the people what happened and of course they're like "What?" Uh it was just a sinking
feeling that I hope I never have to experience again.
Dennis recalled his experience during his “birthday month”, a time he might normally be
celebrating
Um the craziest thing was I remember it like it was yesterday, man…So we found out
that you know our baby transitioned in, so I just canceled everything or whatever. And
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then my spiritual mentor, um he died not too long afterwards. And then another friend
died. So literally within my birthday month, starting off uh with my wife having to have
the baby pulled with the D&C, and then my spiritual mentor, then one of my friends, like
it was just horrible.
In their deflated new worlds of torment and defeat, fathers not only struggled to maintain
a sense of normalcy during other life-altering events but also within their occupational
environments and everyday lives. Some fathers reacted to this disruptive life event of losing a
child in descriptions of putting on a façade. All behaviors were evident during and after their
child’s death. Quotes from Barry, Dennis, Dean, Russell, and Richard illustrate these behaviors.
When returning to work following the adjustment of a new life in a new city and the loss of his
miscarried child, Barry experienced difficulty transitioning from a regular routine life to one of
forced contentment
I was basically the office manager and it was difficult because you know you still used to
have to go in there. And people expect you to still come in and be the same person, you
know still have a smile on your face, still walk around and be happy. While at that time
they don't know what's going on internally with you…Uh but it was difficult you know. It
was hard to go in and still put on a fake or facade that everything was okay.
Also experiencing perceived pressure at his new dream job, Dean pushed to create authentic
performances without trying to sell a false persona despite the loss of his 10-year-old daughter
and his wife’s critical health status following the car accident
Right. I was in (city) doing at a big audio-visual studio, and then (name of company) had
like $10,000 invested in the deal. And I just knew I couldn't let them down…You just
have to like… (long pause) say, this is what I got to do. I know how to do it, I can smile, I
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can sell this and I'll be done with it. So, you just turn on the performing aspect of
yourself…And, what's just fake and that's really hard to do for when your daughter has
just died.
Expressing his true feelings without feeling the need to put on a façade, Dennis found it
challenging to see others with their living children
So it was just, wow, you know, it was that space where it was just hard man, just to be
able to say, "okay", and be genuinely happy for some woman or to be able to watch a
movie and see someone have a kid or whatever.
Reacting to the disruption of their normal lives, some fathers found themselves acting or
responding out of character unintentionally instead of consciously putting on a façade. Russell
recalled a specific infrequent encounter at work with a close coworker
I remember coming back to work and I was doing something on my, I was a machine
operator at (place of employment) and I was doing something on my machine. This guy,
his name was (friend) and which me and (friend) was really good friends. Real close. We
worked together…He come up and he was picking with me just like he normally would,
and I was like, "Man, go on. I don't really feel like it right now." And he kept doing it. I
literally swung an elbow back. I didn't hit him…I remember he looked at me crazy when
I did that and then he didn't really understand.
Fighting to restrain himself from inappropriate and unprofessional behavior towards inquisitive
colleagues, Richard had to learn how to combat constant reminders in conversations with them
Because we both also had people that we worked with that were constantly
hounding you, "So when are you all going to have kids?" and you want to just tell
them, "We're trying to have kids. We've had two miscarriages you know, quit
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asking me." That was kind of the toughest stuff. People don't mean to be mean
about that, they just see two people that are in love and that would be good
parents, and they want to know when they're having kids. Just not everybody
knows that it's not an easy thing to do (father laughs). Yeah, that was the tough
part about just dealing with that. Still constantly having people ask you. Because
it's not something that you want to just keep telling people, "Well, we tried, then
we had a miscarriage, and then another one." It was just a tough time…But again
with coworkers and stuff that you're working with and not really sharing these
intimate details with, the daily or weekly "When's the kid coming," or "When are
y'all going to start having those kids?" It just sort of starts to chip away and eat at
you. And you're just trying everything you can do not to have an outburst at this
person. And it just made it hard, especially to go on and work, to go about doing
your job. Especially since (wife)and I were both working at children's hospitals,
that also made it tough because there's that daily reminder of kids and little
babies, and just kind of reminds you every day what you're going through.
Adding to their personal experiences of going through hell and trying to adapt to their
disrupted normal lives, some fathers found it extremely difficult to return to their normal ways of
thinking while trying to wrap their minds around their child’s death and its aftermath. In some
cases, fathers experienced difficulty receiving the new and harsh reality of their lives without
their deceased child. In particular, Dean perceived his thought pattern as an internal war between
his world of reality and his world of “unreality” as he could not differentiate the differences
between the two anymore following the tragic loss of his beloved daughter in the pediatric
intensive care unit
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You really kind of don't know if you're dreaming or not, because all these things are
coming at you…A little bit of distance between reality and daydream…Um, but there's
no way to describe it. My heart…It’s like your mind just switches over almost this can't
be real, this can't be real, but you know it is. Your reality starts to get mixed up with your
uh...With the unreality and uh which is like a nightmare. I mean completely sure 100
percent that you're not just going to go, Oh dang! I was asleep and Hey, no problem you
know. I think that's the underlying thing. You really kind of don't know if you're
dreaming or not, because all these things are coming at you…But death is really right
here. You just walk through the curtain and you're dead (holds hand to face). And uh I
don't think your mind can think straight either. It's just a blackness of a hole, like uh it's a
darkness is what it is, the course of death. I don't think you can think straight, I don't
think that I was thinking straight…I wasn't doing anything wrong or anything or acting
weird.
Continuing his description, Dean transparently revealed his reliance on an inanimate object that
served as a painful reminder of his new unpleasant reality
Actually, to give you an example of what I'm talking about, after (daughter) died and I
had to do a video program for (name of company) and I wore (daughter’s) watch. She
had a little watch, a kid's watch and my regular watch. And I wore her watch just to
remind me that she had died because your mind goes away, you don't allow yourself to
think that. And then you have to look down and go, "Oh man, she's gone."…Yeah, uh it
was a little girl's watch, so it was pink and black, uh like little designer, kind of swatch
kind of watch. And so, it's clearly not a man's watch and not even a boys watch. And I'm
not sure why though like exactly the need to remind myself. I think I can even say that
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because, I think if you just let it go, your mind goes back to, Oh! There's nothing
wrong…But with a watch, I would look at it oh no she's...This is her watch, she's gone.
And for some reason I helped bring me back down to earth.
Experiencing his own emotional warfare, Russell also internalized the effects of his new reality
Well, the first two times was really, really quiet, a lot of self...I guess just inner
conversation. Just kind of trying to wrap my mind around it. And not really saying a lot
verbally, not really wanting to call anybody. And just I can see...I guess, just trying to
wrap my mind around like why's...what in the world was going on? Like this is not what I
wanted today.
Unable to use his healthcare background knowledge as a source of comfort and means for
reassurance, Richard tried to mentally process the losses of his two miscarried children
Again, we're both in the medical field, we know how things work. But we're just still
trying to wrap our heads around what are we doing wrong that this has happened twice.
It's just that fear of, okay, let's try again. But I mean, the first two times were just really
devastating, and here we're about to risk putting ourselves through this again. Is this ever
going to happen?
Highlighting their new worlds and realities, fathers provided examples of emotional
burden, moments of feeling drained from losing their child in conjunction with other
simultaneously occurring life events, and moments of feeling worn down from the compounded
weight of it all. Immediately after the doctor’s official confirmation of their miscarried child,
Barry described the emotions both him and his wife experienced together once they identified the
reality of their circumstance
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We were, we literally left the doctor's appointment and got back in the car and we were
both just drained. Like we're both just, you know, dropping tears because we just like,
"Okay, we just went from one extreme to the next." Like, we literally started thinking
about names and what we were going to do if it was a boy and girl and like different
things like that. So, and then we just, it was pretty draining.
Also facing reality head on in the midst of other life-altering events, Dennis described similar
emotions of feeling mentally drained
Well, in September, which is in the coming month, my brother was murdered. And so, he
was my best man. Um so I was already carrying that weight you know. And then trying
to enjoy the wedding. But at the same time, still having this missing piece because my
brother is not here. He was the one that was supposed to be my best man. So, when we
had the child, when we conceived, it was just like, "Yeah, finally some good news." Only
to turn around and say, "Yeah, the baby..." you know…So my child is dead, my spiritual
mentor is dead, one of my friends from college is dead. So, uh that experience, it was
really, really draining. It was really, really draining, man, and we tried to navigate.
Continuing his story of compounded losses, Dennis identified the exact moment the life of his
unborn child became questionable and untraceable
And she was just like, "Well, I can't really find a heartbeat." Yea it was deflating uh to
say the least. And to just now leave there and just have my wife um just in pieces, man.
There's no comforting.
After experiencing seven cumulative losses within a 7-year time span, Thomas identified his
version of going through hell when mentioning the weight of his experiences. He said, “I mean I
remember the last two miscarriages. I'm not sure anybody knew she was pregnant because we
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got so beat down you know with having them.” Capturing the essence of his lived experience
metaphorically, Russell also described the emotional burden he felt when losing two of his three
stillborn children
And I just need to have it, like say it clearly, and I just got off the phone and I broke. I
just felt like a ton of bricks on my chest, felt like I was having a heart attack. But yeah.
Yeah, just a ton of bricks on my chest. I just felt like crumbling.
As a result of their weighted worlds, fathers perceived their experiences as going through
hell when describing the lasting effects of their child’s death on their lives. With no definite end
to their stories, fathers continue to experience the emotional hardships of their child’s EOL in
present time. Reflected in their descriptions, fathers described various stages of bereavement.
Still feeling the effects of his daughter’s sudden loss, Josh openly shared his candid perspective
on the ways her death impacted his life and overall emotional state
But it's a parent's worst nightmare because I would do anything in the world to be able to
give up my life so that she could be here you know. I would much rather had died in my
sleep and have her still be here, than the way that it went, the way that it happened…I
don't think a parent should ever outlive the child under any circumstance…It's just that I'd
do anything in the world to trade places with her that morning.
Struggling to live a new life of meaning and purpose without his loving daughter, Dean also
continues to feel the heavy effects of losing his daughter in his everyday thought patterns;
however, he uses the performing aspect of his life as a form of therapy to help him cope with the
loss of his child and survive the weight of his new world
Mainly because I love that little girl so much you know…Well for years, her birthday and
death day, they were always, it was a very sad time. I pretty much just had to take the
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days off around it. And now, we sometimes forget about her death day, and we just
noticed we're feeling kind of funky in those days and sad and don't really know why. And
then I think like, "Oh, well this is when (daughter) died," you know? Cause your body
sort of repeats, that kind of hurt is not forgotten, and it almost has...The calendar can
figure it out…And that's probably what the performing helped me do. I was able to go out
and do what I like to do and it's still good, I enjoy it.
Reminiscing on the time he wondered what the life of his child would be like, Barry still
acknowledges the lost life of his child today
And it just wasn't meant to be, it would have been our first child also. So that was the
other thing too, was that it was our first, first child together. We often talk that child
would be 16 right now, 16 years old.
Subtheme One: “No One Knows Your Pain”
The subtheme of “No one knows your pain” speaks volume to the intensities of their
psychological experiences at and after their child’s EOL. Identified as a major finding in their
one-on-one interviews, several fathers described their perceptions of being in emotional pain
during their experiences. Although varying thresholds of emotional pain were discussed, all
fathers perceived emotional pain as an influential facet in their worlds. When discussing the
miscarriage he and his wife experienced, Barry described a unique type of emotional pain - the
pain of not knowing
Uh it's the pain of not knowing if it was boy or a girl, the pain of not knowing if you had
the next uh president or policeman or doctor, lawyer, whatever that she was carrying you
know. It's just, I guess, the pain of not knowing period...So it's not like you're in pain,
what's on the threshold of one to 10, what's your pain level? Not that type. It's the type of
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pain that you have when you're looking at um what potentially could be…Um it's the pain
of like having something snatched away from you that you didn't get a chance to see what
it was going to turn out to be.
Providing more depth to his descriptions of pain, Barry identified his wife as a factor in his
experience of facing internal pain when interacting with her
More than anything? Um it was painful. Uh it wasn't like...I think it was probably more
hurtful to her, but to me it was just, wow, what just really happened here? So it was a
couple of times where I just, you know, in order for me to kind of let my feelings go, I
had to be not in front of her. So, trying to be protective that same time she cried, I'm
feeling the pain myself and I'm seeing pain because I'm seeing her hurt.
This same type of internal pain Barry spoke of became challenging for him to manage at his
place of employment on a daily basis
Well, it was rough because I was like the...At the place I was working, I was wearing
multiple hats. And people expect you to still come in and be the same person, you know
still have a smile on your face, still walk around and be happy. While at that time they
don't know what's going on internally with you. And uh the hardest part for me was, is
that I'm sitting here inside, I'm in pain but externally I have to put on the facade that
everything is good and everything's okay.
The emotional agony of making daunting EOL decisions is epitomized in the stories
again told by Dean and Josh. During his daughter’s EOL, Dean described his experience of
seeing his child hooked up to “beeping” machines, responding to the distressing silence of the
machines later in his experience towards the end of her life, and spoke of the fear, uncertainty,
and extreme pressure he felt when trying to make EOL decisions for her
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So, I finally made it back to (city) after having to spend the night at the (city) airport in
the hotel outside of the airport and rushed to the hospital you know. So, for the next
seven days I was going between the (daughter’s) floor and (wife’s) floor, she was in
intensive care and there one was for pediatrics, one was for adults. And, uh, just scared
out of my mind…And I came back in the room and all the damn machines were
unattached. Before it'd be "beep beep" and you know there was not a sound going. And
I'm feeling like... I can't even describe it. It’s like what in the world is going on? Is she
dead? And she wasn't yet, but they wanted us to make a decision whether to take her off
the ventilator or not because they wanted to use her organs…And, uh, that was the most
difficult, terrible thing. And there was kind of high pressure about that. And I really don't
think they should have been, I don't care who. I don't know. It was terrible. And we
finally said okay. And they didn't use the organs, anyway cause she'd been given so many
drugs to uh keep her brain from swelling.
Both Josh and Dean also explained the emotional pain associated with burial decisions and
processes. Josh openly spoke of the emotional difficulty in helping to throw dirt on top of his
daughter’s casket
It's not a question I expected to get that morning when I woke up, Who do you want to
handle the funeral arrangements of your daughter? And, uh, they played two hymns, Lift
High the Cross and All Things Bright and Beautiful. During those songs, it was very,
very tough on us...And my friends, the pallbearers started shoveling. And then my friends
started getting up and taking turns with the shovel. And then the priest came to me and
handed it to me. And he said, "Would you like to help?" And so, I got up and
helped…Oh, I lost it. It was tough.
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Recalling the tortuous night of his wife’s and daughter’s car accident, Dean described his
expressive response
What a night that was in that hotel. Just I didn't have toothbrush or anything like that. It
was just all my luggage was still on the plane and just tossing and turning in and not
being able to sleep and just rolling with pain and suffering
Continuing to invite me into his world of immeasurable amounts of emotional pain he
experienced after his daughter died, Dean shared his perception on a new type of pain he
experienced which he perceived as almost unbearable
And you realize everybody from every culture from the beginning of time has had this
problem of losing a child. And that it's such an ancient, primitive feeling of pain that it's
probably the same from a million years ago to right now you know, it's hardly changed at
all…I just didn't know if I could take the pain. I just didn't know if I could…So I don't
think there's any getting any resolution…it would be great to have that pain over with.
Moving into the bereavement period, Dean associated these same intense feelings of emotional
pain to the loss of his younger sister in his early life. He said,
“And to add insult to injury, I had a sister who drowned when she was seven and I was
10. Oh Jesus. Those two things kind of came together, just incredibly painful.”
Russell was unable to enjoy the holidays following the loss of his stillborn children due to the
indescribable pain of wishing his deceased children were still alive
After (name of deceased daughter) had passed and me and my wife being at the
Christmas...Christmases and Thanksgiving and all that, especially Christmas, because
hearing all the children's names called off and (name of deceased son) and (name of
deceased daughter) was not called, their names wasn't called but to me, they were my
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children. This...I think this part hurts probably one of the most out of the story. I
remember sitting on the porch and I wept and cried. I mean, I had... Tears are welling up
my eyes now thinking about it because I wept and cried and it was like why didn't my
Dad mention them, my children?
It is the type of pain Russell will always remember
I'm real careful in judging people in situations like that because I remember the pain and
stuff that I've been through and with just specifically the children since we're talking
about that…But it seemed like minutes sitting on the floor. I was just on my knees and I
wouldn't say anything out loud. It was more internal…Sometimes you don't know when
you're in pain you're doing things that sometimes that you don't really think you... Out of
your character, I guess, per se.
Affecting him differently, Richard mentioned the effects the loss of his two children had on his
psyche prior to a long-awaited successful pregnancy with his wife
So, it's just, I think everything sort of works out for a reason, but just again I guess third
time was a charm. Just the psychological aspect of it, just trying to do it again. And then
after the first two would happen and just not wanting to experience any more sadness or
pain or thinking about other stuff associated with that. We just wanted everything to be
perfect and work out. And thankfully it did.
Suffering through intense emotional pain, fathers further expressed the emotional toll
their children’s deaths had on their mental well-being. With an action plan in place, Russell was
minutes from ending his life until the impeccable timing of his sister’s appearance at his home
occurred
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Like and uh with that I remember being on my knees on the floor of the nursery, I had a
nine-millimeter right beside me and before my sister pulled up and I was just quiet…I
remember the pain that I went through and what I even thought about doing to myself and
stuff like that, that I never would've thought I would have. I never would've thought I was
sit with a gun and contemplated something like that, you know? What kind of spawned it
this...hearing that from the second time and going home and looking in that nursery. And
then going to...I grabbed the guns to sit beside me. And contemplating and thinking it.
And I believe the reason that was happening is because of my outlook on how I thought
that my life should be going…But I thought my life is surely supposed to be better than
this and I just thought, man, if this is the way that it's going to be, then you know what; I
don't even really care to be here no more.
Aiming to decrease his emotional pain to a level where he could function in everyday life,
Russell also discussed his experience with using a prescription medication
After that time, I went to the doctor and I've been placed on Xanax. Which I would take
for the next nine years of my life until I felt because I had some difficult problems with
my nerves and stuff from being around people…Everyday thing I would take...I would
take the needed dose, whatever the doctor prescribed, and it was like I didn't feel like I
could do a day without it.
While Richard did not describe suicidal thoughts, he found himself overindulging in heavier
alcohol use than normal to mask the internal emotional pain only he could identify with
After coming home from work at the hospital, found myself probably having a glass or
two more of bourbon than I needed to be having during the week. Just something to try
and get my mind off of it a little bit more. Just, I was trying to find just ways to deal with
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it…Okay, now do I have another problem that I'm drinking five times during the week
and then still doing that on the weekend? At first, I didn't think that it was affecting me
that much again, because I never heard a heartbeat anywhere, or never saw anything on
an ultrasound. It was just these chemical blood tests that had shown that something was
there, then it wasn't. But just in thinking about it more, and just seeing what (wife) was
going through on a daily basis, it just got harder.
Subtheme Two: “I Really Don’t Remember”
The subtheme of “I really don’t remember” discusses fathers’ inabilities to recall certain
aspects of their experiences. Mainly attributed to their states of psychological shocks, fathers
described specific faint memories of their experiences. Struggling to cope with the loss of his
child during the bereavement period, Josh recalled what he could
It was tough. Uh, let's see...I don't know if (wife) took anything to go to sleep. It was an
exhausting day and I finally got to sleep. I can't, I really don't remember, but I know that
the weeks going forward I couldn't sleep, weeks and months. And I got prescribed or
something and I hated the medicine. I absolutely hated it.
Also finding it difficult to cope with the loss of his child during the bereavement period, Dean
remembered his idea of dying to relieve himself of emotional pain that still enslaves his state of
mind today. However, he was unable to recall details surrounding his idea
Uh wanting to not be alive, wanting to die yourself. Not only that but realizing that
something I never thought of before. It was like a black hole. You could just step into that
black hole and um it's a hole in your heart…So, I don't think there's any getting any
resolution. But that's one reason I don't mind dying too much because it would be great to
have that pain over with. Not that I'm looking to die or anything, but that would be the
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only positive thing I can think of…But then I thought...To do that to my son would just
be unfathomable. I just couldn't do it. I could do it to myself, but I never, let's see how far
I got (father paused to think) ...I don't think I actually had a plan. I don't remember having
a plan.
While some details of the funeral and burial were difficult for Dean to recall, the multiple
psychological shocks of his experience and the finality of the end of his daughter’s life clearly
stood out and remained permanent in his memories
But everything…that were so many shocks to the system kept just coming at me, like
what more can I had or do? And then after she died, you got to find a place where are you
going to put a 10-year-old?...So, we had a grave marker made in this shape of a heart, her
name and dates and stuff. And there were little phrase at the bottom that her gift was
love...I don't remember where we went to do that, and we had it. Heart was already made,
or we had them make it, but I can tell you, I don't remember doing it, but I can tell you it
was horrible (father laughs)…And then we went to the graveyard. I barely remember
that. Ugh (father sighs). And they did a service there. And then lowered her into the
ground (father sighs). Well, that was like the climax of the whole thing. Just, this is truly
over, her life is truly over and so is mine, you know I'm thinking. And how can this be?
Dean also captured the complete nature of both the physical and emotional elements of his lived
experience in the following statement pertaining to the psychological shocks he endured
All those things, I just told you the plot and the Headstone, they're all like shocks to your
system each time, but it's huge like another big punch in the face, you know, and none of
its logical or is anything you've ever done before or had any experience with it really...
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Here it is, I'm standing at the grave site and we're singing some songs. Well, it gets really
fuzzy in there, I'm not sure. I think I was in a state of shock.
Continuing to demonstrate unsureness of his memories pertaining to his lived experience
following his daughter’s funeral, Dean could only identify with the subjective feeling of
emotional pain as he was unable to connect with others’ feelings of happiness after his
daughter’s funeral
So, they were at our house and this was after probably, after the funeral I'm guessing that
same day and they're laughing and telling stories and remembering things. They hadn't
seen each other in a long time…And to hear that, in the other room I was like, "Get out of
my house" (father laughs) that's what I felt like, Of course I didn't. It was painful to hear
that they couldn't even get close to what I was feeling.
Reliving the loss of his fourth child while identifying the loss as the most traumatic of his seven
total losses he experienced, Thomas felt unprepared to physically and emotionally handle the
traumatic loss of his fourth miscarried child at home with his wife. As a result, he was unable to
recall his own feelings
And I remember holding it and then handed it to her asking what in the world do we even
do? And she held it, but other than just shock... I would say, I don't really recall any real
feelings other than...of course sadness maybe. But couldn't even feel it to the depth I
should have. I don't think because of the shock part of it.
Subtheme Three: “I Was Completely Discombobulated and Shocked”
Fathers described the emotional responses of shock and disbelief. The unexpected nature
of their child’s death turned their worlds upside down, shocked their psyches, and left mental
imprints of agonizing memories of their experiences while limiting time to make EOL decisions
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and process the abrupt end of their child’s life. Certain events were not only unforgettable but
also life changing. Dean described the psychological shock of hearing about the car accident that
ultimately took his daughter’s life while he was out of town for a once in a lifetime job as a radio
host
And I think she got the call. I think she told me that there was an accident I needed to go
to the phone…And clearly, I had to go home. I said, "I've got to go home. I can't be here."
And the agent lady (name of lady) said, "I'll go with you to the airport", because she
knew I was completely discombobulated and shocked...And, uh as I'm telling you this,
and if I realize how many times I was shocked in the process of this, like for getting a
phone call, to having a plane be delayed and to spend the night at the airport.
Waking up to the angelic face yet lifeless body of his 10-month-old daughter one morning, Josh
lost his daughter to an unfortunate case of Sudden Infant Death Syndrome (SIDS) in his home.
Here he described, in detail, the shock of his daughter’s EOL and the pain of watching the
standard procedure of his child being taken out of his home in a plastic body bag
Uh, it’s a parent's worst nightmare. I mean, it's their worst nightmare come true. Uh, she
was a perfectly healthy child, she was born full term. And I picked her up to try to see if
there was anything I could do…And it was the worst thing imaginable. It was completely
unexpected. The worst thing imaginable (long pause, silence)…Um, it's just my
perspective on life that a parent's worst nightmare coming true is a child not waking up or
a Friday call that your child has been in a car accident or that your child you know has
been hit by a car or some accident like that. And so we went in there and you know we
held her, and the priest blessed her. It was just, it was awful. Yeah, I remember seeing
them take her out. And I hated that. They took her out in plastic bags, which is how they
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have to do it. It's just not, I'm not saying that's wrong. It's just, that's not really what I
want to see.
Again, the shock of the car accident and the inability to process what was happening is
mentioned by Dean
Anyway, and uh, so then the nightmare began, the funeral planning, the family flying in,
me still having concerts to do two weeks after this happened...I tell you something you
never want to experience if you can help it (father laughs), it's grief. But that was
probably the worst thing that could have happened to me, except losing more family
members, but losing that particular person was the most difficult and least expected. But
she's an innocent little 10-year-old you know...And then after she died, you got to find a
place where are you going to put a 10-year-old? We didn't have plots or anything like
that. And so, I had a very good friend who was kind enough to drive me around, to look
at the different cemeteries and we have a one cemetery here. Yea that was unbelievably
hard.
Similar to Dean and Josh’s shocking experiences of their daughters’ EOL due to their
accidental deaths, three different fathers also identified the element of surprise or a state of shock
when describing their wives’ stillbirths or miscarriages. Challenged to accept their circumstances
at the time, Thomas, Russell, and Richard experienced multiple children’s deaths occurring one
right after the other which further contributed to their individual experiences of going through
hell. Thomas spoke of his experiences of shock in the three following settings: (a) the doctor’s
office, (b) hospital, and (c) his home. Recalling his experience in the doctor’s office, Thomas
discussed being caught off guard when learning of the losses of his children
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It was always with a routine-type checkup, um or maybe I'm not getting them right
because I know there was a couple that it was like ultrasounds, you know, and there's no
heartbeat. It wasn't the fact that she's like, "Something's wrong. I need to go in." It was
always going in for another checkup and just being surprised.
Different from his experiences with his miscarried children, Thomas described the shock of
losing his stillborn in the hospital alongside his wife
I remember sitting on the bed, and it's weird that I was shocked in that one as well, and I
didn't move. I remember not moving an inch pretty much the whole time we were in that
room, and (wife) behind me laying down on the bed and basically the room just being
packed with all of our family and two friends.
Expounding further on the topic of psychological shocks, two fathers felt as if their
experiences happened in a “déjà vu” like manner. Prior to going to the hospital, Russell
describes the shock of learning about his stillborn children in the same manner both times when
getting off his lunch breaks at work
The whole time I was just like, "How can this be?"...The second time was the, for me
though, was the hardest that I remember because you're not having a child yet and then it
happened the second time in a very similar way. Getting a call at work, same thing. It's
just kind of deja vu because it's...So I knew what I was going to have to go through when
I went to the hospital. I knew because I had already went [sic] through it that first time.
Similarly, Richard described his familiarity with losing a second miscarried child in the same
manner as the first prior to his wife’s successful pregnancy
So she came back positive with the pregnancy test and I was happy at that moment, but I
wasn't as happy as I probably should have been because all I could think about was the
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two previous times that it happened and I can even remember telling her, I'm like, You
know, this, this is great, but I was like, I'm, I can't get too excited with this until, you
know, until things progress. I don't even think I really got really excited about it until I
think we went in for the eight-week ultrasound and we could actually hear the heart
beating. And then at that moment I started to let my guard down a little bit more and it's
like, Okay, well, you know, we're, we're past the bad point where the thing happened last
time, because here we can actually see it. Here we can hear the heartbeat.
In summary, “No one knows your pain”, “I really don’t remember”, and “I was
completely discombobulated and shocked”’ unquestionably supported the figural theme of “I
done been through hell”. Fathers’ words included moments of indescribable pain bystanders
could not fully relate to or begin to comprehend and moments of forgetfulness. From an
ontological perspective, fathers captured the essence of being in their worlds of perceived
emotional pain and intense psychological shocks that followed along an unpredictable
continuum. Turning their worlds upside down, fathers endured several moments of psychological
suffering throughout their experiences which caused them to experience a palette of fluctuating
emotions and thoughts. Fathers were also forced to put on a façade to conceal their internal pain,
deal with the pain in a silent manner resulting in suicidal thoughts, carry emotional burdens, and
partake in unhealthy ways of coping with their new lives without their deceased children. With
regard to time, fathers felt as if there was no endpoint to their internal pain and their overall lived
experiences of going through hell. Their child’s EOL severely impacted their abilities to
psychologically function on a daily basis as several fathers still struggle to recall certain
memories from their experiences.
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Theme Two: “I Felt Helpless”
As another dominating theme discovered in fathers’ stories, the second theme of “I felt
helpless” emerged from fathers’ perceptions of feeling completely helpless and limited in their
knowledge base surrounding women’s and children’s health. As a man trying to fulfill his
traditional role of resolving issues for their families and leading problems towards favorable
outcomes, fathers identified moments of feeling incapable and emasculated, furthering the
diminishing effects of their role. Experienced as unforgettable moments, fathers remembered
numerous times of regretfully being unable to help others, one of Merleau-Ponty’s existential
grounds. Additionally, fathers particularly expressed an overwhelming sense of helplessness
when explaining the inability to alleviate their wives of the negative elements of their child’s
EOL. In all, fathers perceived the feeling of helplessness in the following subthemes: (a) “I got
be a man” and (b) “You can’t always fix things”. Similar to the first theme of “I done been
through hell”, every father described the feeling of helplessness to some extent.
Derived from all fathers’ experiences at their child’s EOL, the feeling of helplessness is
clearly understood. “I felt helpless” arose from one father’s summary of his feelings of
helplessness. His brief yet powerful and meaningful quote quickly opened the door to his world
and the gist of his lived experience. Wade experienced the perception of helplessness when
unable to comfort himself after leaving his underdeveloped child with no identity in a jar at the
emergency room (ER). Unanswered questions, the need for closure, disturbing guidance from the
ER doctor instructing him to leave the jar behind without proper disposal or burial, and the need
for understanding of his circumstance left him feeling completely helpless
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Uh, I felt helpless. I felt powerless. Um, I felt empty. Um, um, I felt confused. I never forgot the
emptiness, the unable, the sense of helplessness, uh unable to do anything to bring comfort to
what I was leaving and comfort to myself.
Because fathers could not control the elements of going through hell to their liking,
helplessness became an underlying theme in fathers’ experiences. Speaking from a masculine
perspective while recalling the first clue of his wife’s miscarriage, Barry could not readily
address his wife’s concerns and needs as he admitted to being unfamiliar with the natural
trajectory of a woman’s pregnancy
Um so, I remember she went to the restroom and she was like, that's spotting, because I
don't know if this is normal like for a pregnancy or anything. And I was like, I didn't
know I didn’t know anything about being pregnant or anything like that you know…So I
was like, "Okay, um what do we need to do?"
Also reliving the unknown territory of experiencing his wife’s miscarriage as Barry did, Dennis
described the overall essence of feeling helpless during his lived experience
And I didn't know. There's no handbook or anything given to me, so all I could do was
pray, um and really made sure that me and my wife were on the same page...Like just
being helpless, man I really did try to...I would try to Google little things here and
there… I wanted to be tough, you know…it really crushed me.
Adding to his feeling of helplessness, Dennis’s experience went against the man’s nature of
exercising control as he lacked complete control during his wife’s procedure to remove their
deceased child
I mean, honestly, so not being able to go back there was like there again, feeling helpless,
and my baby sitting there with a table and I don't know who these people are and I'm
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praying like, "God, please make sure that they have gotten enough sleep. Make sure that
they don't do anything wrong, they don't leave anything in my baby if they know what it's
supposed to be."
The overwhelming feeling of helplessness experienced by Thomas during the loss of his six
miscarried children and one stillborn child is unquestionably incomprehensible. Thomas
remembered feeling helpless with the loss of every child
And so, I remember feeling really helpless on all of them, particularly the one I was there
to help with in a sense, physically. And then the rest of them was just emotionally, just
helpless. What do I do now?...I know that was definitely uh a feeling for the one that was
born at her house…And...I remember after we went through the part of taking care of the
baby, part of that is I remember laying on the floor, "What in the world do I do or say,"
and nothing came out…I didn't say anything or do anything. I just laid there…And I
honestly don't really remember what happened after that, as far as how we got back in
bed or what did we do, or were we up all night? I'm not sure…But that's when I
remember pausing, laying down on the ground and thinking, what do I even do right
now?
In addition to the feeling of helplessness with the loss of his children, Thomas struggled
with thoughts of inadequacies and felt extremely limited in his knowledge base pertaining to his
wife’s pregnancies and their losses
I think I got my blood tested on one of them, I don't know which one, but it was probably
the fourth or fifth one, to see if there was anything that had to do with me, which I still
don't understand (father laughs). I told her, I don't understand how that works because I'm
a guy, I can't get pregnant, so I didn't know what's going on.
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Unable to reverse the lifelessness of his daughter, Josh knew there was only so much he could do
to effectively handle the harsh intensity of his circumstance
And uh one Saturday morning, eight o'clock in the morning I said, she's sure is sleeping
late today. And my wife went to check on her and uh I heard my wife scream from her
room and uh she had died. And I mean, it was obvious that she had died and we both
screamed, and we didn't know what to do. And I picked her up to try to see if there was
anything I could do. I mean, I couldn't do CPR, but I kind of blew in her face a little bit.
Sharing another similarity amongst one another, fathers’ feelings of helplessness also
stemmed from the inability to comfort their wives to a level they found acceptable. In the time of
need, fathers could not produce the results they desired for their wives as they experienced their
child’s EOL simultaneously. In particular, three fathers shared their memories of functioning
within an uncomfortable and limited capacity. However, amid their circumstances, they did not
allow time to pass without trying to console their wives to the best of their abilities. Although
they did not possess the control they wished to have, fathers put forth their best efforts as a man
to be mentally present for their wives. Despite his clerical role of being able to support and help
others, Wade mentioned the efforts he consciously made to support his wife following the
miscarriage in which he felt limited on how to fully support her. He said, “Yes, I was there to
help her, uh support her, um, undergird her, um, as much as I knew, as much as I would have
been advised by others on what to do.” Following the discovery of his daughter’s death, Josh
acknowledged and faced his own limitations when trying to comfort and support his wife when
he said, “You've got a husband who can only do so much. I'm sitting there and trying to take care
of her.”
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Unlike Wade and Josh’s experiences at their child’s EOL, Thomas did not know where to
begin when attempting to comfort his wife
Um, at the time I remember laying on the floor during the one that was born at our house,
uh talking to her, but not having a clue what to do, whether I call 911 or, help her.
Because she's like...you know, sitting on the toilet and like excruciating pain and you
know crying her eyes out. Um, and that was, (father heavily sighs) the most traumatic at
the time, experience for me. And it's all of them wrapped up in one at the helpless
dealing. Like I said, those times of my life with all of them, I didn't really know how to
impart or share empathy. Um, I had sympathy. I felt bad for her in a sense, but I didn't
really understand how to comfort her. I would say...you know (wife) completely
heartbroken, physically, emotionally, just destroyed. And uh (father sighs) there was
nothing I could do to encourage her other than...like the first one or two, I think I'd said
something about what we do have, our first one, we do have a child, some people don't
get this. But I probably would leave it at that, which is so terrible. Helpless is not
knowing what to say.
Opposite of society’s expectations of men, the feeling of helplessness led fathers to other
feelings of being lost in their experiences on how to adequately support themselves.
Experiencing the loss of his seven children beginning at the age of 22, Thomas openly admitted
to failing to consider himself and his mental well-being due his young helpless age
Do I need any kind of support during this time? How do I help myself to help her better?
Um, there's no consideration for myself at all. Which I would have sought that out if I
knew. It would have been wise at the time. But I didn’t know. I was pretty young.
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Subtheme One: “I Got to Be a Man”
Along with other fathers, Russell’s story included his own descriptions of what it means
to be a man in today’s times. In his world, it is important for a man to carry himself as such;
however, from his unique perspective that goes against the stereotypical definition of a man
according to society, a man should also acknowledge when there is a time to refrain from being
afraid to show vulnerability and to relieve himself of unnecessary societal and self-induced
pressure
Because I got to be a man, you know. And it's not true. We don't have to be so strong all
the time, none of us. God's plenty strong enough for the both of us, all of us. And it's all
right to break.
Other fathers also openly expressed their ideas and beliefs of what it means to be a man
from various cultural perspectives. From Wade’s perspective, the concept of presence defines the
definition of a man. Applying this perspective to his lived experience of losing his miscarried
child, Wade’s version of being a man during the miscarriage consisted of being physically and
mentally present throughout the entire pregnancy from conception until the end of his child’s life
We were not just men that planted a seed and along came a pregnancy, we had children
prior to the miscarriage. We had children after the miscarriage, and we were actively
involved and engaged in the lives of our children. And so, it was different for us. Um, we
were not only there at conception, we were there through the term of the pregnancy, or
however long that pregnancy was fortunate to last. So real dads are not looking at, I'm in
the third trimester, or the second or the second trimester. He's looking at the end. I have
to have this ready. I need to make sure this is in place, because his role is that of a
provider. His role is that of one that brings about provision. So, um, that's kind of where I
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was in the process. But real men who understand their role, who know their purpose, who
understand their calling as fathers and as husbands, they are not disconnected. They are
not removed from the process. They are very much a part of what's going on, of what's
happening, even though he may not be as expressive as his wife.
Providing a general perspective of what it means to be a man during the loss of his miscarried
child, Dennis’s expectation of himself to be tough defines what he believed his role should have
been at the time
Then just to hear my wife, just the screaming and just her trying to process everything, as
a husband, that's the last thing you wanted to hear or see, and feel helpless because there
is nothing that I could say…As a man, um, as a husband, as a future father, you know, as
a man, I wanted to be tough, you know.
Falling in line with Dennis’s expectation of himself to be tough, Barry also defined himself as
being a man in terms of being tough when he said, “It was tough. Yeah. It was tough because as
you know, as a man, you always want to feel like, okay, I've got us.” Using an analogy to define
his role of being a man, Russell believed a man should know how to push past any adversities
life may throw his way. He said, “Oh, yeah. I think a lot of times that's the...especially a man's
mentality, like you have to be strong, get up, go forward, tighten up your bootstraps, if you will.”
Subtheme Two: “You Can’t Always Fix Things”
The subtheme of “You can’t always fix things” represents a clear picture of undue
tension between standard expectations of the man’s role, who the man should be, and his inept
efforts to produce favorable outcomes in undesirable situations and eliminate current unresolved
issues from their experiences due to past unsuccessful attempts to “fix” the problem. Viewing
themselves as unusable and helpless, some fathers perceived their fixer role as one that was
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nearly impossible to achieve. Their never-ending journeys of not being able to fix aspects of their
experiences consisted of no helpful direction from others, the mix of various emotions, an
incomplete list of actions they could not carry out successfully, conflicting thoughts of what a
man should know versus what a man does not know, and residual feelings of disappointment
when unable to do or be enough. Verbatim from his description, Dennis acknowledged the
reality of being unable to fix everything in life. He said, “So, I really do believe, man, that going
through this, it taught me even more you know, to be there for a person and you can’t always fix
things.”
Feeling completely helpless in his fixer role although his clerical role typically consists of
helping others fix their adverse circumstances, Wade describes his own circumstance as one of
great challenges due to his inability to “fix” or stop his wife’s miscarriage from occurring in the
toilet
We should be on ready, um, to address and to bring some resolve, um, in a favorable
way, in a winning way, to whatever the crisis is. And so, I was unable to do that. Um, I
wasn't able to fix that. Um, I wasn't able to heal that. I had I had no answer for that. Um,
and so that's what I mean by helpless and powerless, there was nothing I could do to fix
it. Nothing I can do to change it. Um, I had no answer that I could give that made sense to
our human reasoning…Um, I was basically on a mission and when you're on a mission of
recovery, when you're on a mission of investigation, when you're on a mission of trying
to bring consolation to someone else.
Fulfilling the same clerical role of helping others solve their problems, Dennis could not fix his
wife’s emotional pain following her D & C procedure to remove their deceased child
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There is nothing that I could do to take the pain away from my wife, man. I would rather
feel it then she. So I really felt helpless you know...Um, but still, I don't know how to say
it besides I really felt helpless not being able to ensure that my baby was okay and that
everything to the T was done properly because anytime they open you up or anytime they
touch you and cut or whatever, there's a high probability of something going wrong you
know…I'll do anything for my wife and just to hear her pain, my immediate response is
to alleviate it, period. Period…So to hear pain, my immediate response is to alleviate it,
but to hear it and not bring resolve it really did render me helpless you know because I
knew that no matter what I said, no matter what I did at that moment, it didn't matter. I
couldn't help her out…I just, I like to, if there's an issue I like to solve it, particularly
when it comes to my wife, anything, like as I've said before, that's my baby. Um, and
being the way that I operate and making sure that, Hey, if there's an issue or let's figure it
out you know, not being able to do something, one, it was definitely frustrating. And
that's where the helplessness you know comes from because it's like, typically there's
something the matter, I can figure it out, I can do something about it, but in this space
you know, I couldn't, there was nothing that I could do.
Summarizing his overall perception of his feeling of helplessness, Dennis ultimately felt there
was nothing he could effectively do to fix his lived experience of losing his miscarried child
There was no, there was nothing that I could think creatively in all my creativity would
not help. There's nothing that in all of my communication, and speaking, there was
nothing in my strength. There was nothing. And when it literally it was like, I exhausted
all possibilities. And I just came up with nothing you know.
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Unable to breathe life back into his daughter, Josh painfully accepted his inability to fix his
emergent circumstance after ending his phone call with a 911 operator
I called 911 and told them what was going on. And I was in a panic and then said, "My
daughter, I just went to check on her and she's not alive."... And they said, "Have you
tried to open her mouth?" And I said, "Yes, I did." I tried to you know open her to give
her some air. And her jaw was shut. Her jaw went basically forced shut. And uh the guy
on the 911 call, uh let out a big sigh, like a big kind of "Oh, that ..." Basically he, he
didn't have a reaction for that to make me feel any better... I knew that there was nothing
I could do to bring her back. And one, I don't know CPR, but I couldn't press on a baby's
chest. I knew that she had died. Um, but for whatever reason, I don't know why, I thought
that giving her some air into her face would, it felt like it'd bring her life, but it just
simply didn't. That was wishful thinking, I guess you know.
Likewise, Russell also struggled to accept his inabilities to fix his lived experience as Josh did.
However, Russell’s inabilities negatively impacted his personal views of himself after
experiencing the loss of multiple children
But it was hard for me because I felt like a loser and a failure. It's just the, Can I, can I
win at anything? Can do anything right? As if I had any control over it but I mean, that's
kind of how I felt…It's like, "I failed at this. I can't get anything right. I can't even, can't
even have a child. I can't do things that normal people do. I can't even get that right."
The figural theme of “I felt helpless ” is representative of the sense of helplessness
fathers experienced at their child’s EOL. On several occasions, fathers described the following
inabilities: (a) to live up to society’s unspoken but understood expectations of fulfilling a man’s
conventional role, (b) successfully resolve issues in a timely manner, (c) effectively utilize
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required knowledge during the time of need for his family’s sake, and (d) combat masculine-like
limitations during unexpected moments. Fathers also perceived themselves as helpless when
failing to adequately comfort and support their wives as well as themselves to the level of their
own self-imposed satisfaction.
The subtheme of “I got to be a man” revealed fathers’ perceptions of what they believed
constituted the makeup of a man. According to their views, real men know what roles to play and
when the time is appropriate to put those roles into action. Fathers did not describe their
experiences without describing the necessity to be a man to some extent. However, fathers
struggled to find and keep their identities as the man during their experiences. Thus, the feeling
of helplessness was the result.
“You can’t always fix things” clearly demonstrated fathers’ inadequacies. As one father
described, fathers quickly learned “there was no handbook” to guide them or provide them
answers they longed to have. Fathers identified the exhaustion of possibilities with no
resolutions. Fathers also found themselves unable to alleviate their wives from emotional pain
and discomfort. Remembering those time stamped moments of helplessness, fathers felt defeated
in the end.
Theme Three: “I’m a Protector”
In addition to their obligatory roles of being a man and a fixer based on the clashing of
their own standards and societal standards, fathers identified the new role of being the protector
as one of importance at their child’s EOL. Still only one facet of their experiences, fathers
endured growing lists and unrelenting demands of their roles and endless responsibilities of
striving to satisfy their families’ needs as well as trying not to forget their own. The context of
being the protector was clearly described as they discussed their experiences of protecting their
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wives and children. This new role gave fathers a different purpose, one that was achieved with a
little more ease compared to the demands of their fixer role. Whether effective or not, all fathers
attempted to protect their families in various ways while fighting the reality associated with one
of the heaviest epiphanic moments in their lives, the end of their child’s life. As they began to
understand their positions, fathers’ perceptions shifted from revisiting the beliefs of what it
means to be a man to adopting the sacrificial mentality of being the protector. “I’m a protector”
emerged from Dennis’s story of the many roles he tried to fulfill during the loss of his miscarried
child
So they didn't allow me to go back [for D&C]. There again, so any question about me not
being able to be with my wife, I was pissed. Yeah, just like a couple of months ago, there
was some...I'll tell you something, it was nothing but the Holy Spirit that got me to come.
Whew. What you mean I can't go back there with my wife? That's what I said. Like for
me, I'm a protector. That's my baby.
Through the lenses of a third person’s perspective, Wade holistically defined his multifaceted
role as a protector and emphasized the roles he believed all men should consistently fulfill in
general and not solely during traumatic times such as a child’s EOL when he said, “Well, as a as
a father and as a husband, um, you, we men feel as if we are protectors.”
In this theme, “I’m a protector” mostly included experiences of fathers protecting their
wives. Referring primarily to protection in an emotional sense, fathers comforted their wives,
buffered questionable advice and guidance from healthcare staff, reassured their wives of their
support, and ridded their wives of any possible guilt they had at their child’s EOL. Selflessly
putting his wife’s needs before his own, Barry concealed his feelings and raw emotions in front
of his wife as he viewed his wife’s emotional needs as top priority
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I'm her protector. Imma [sic] hold us up the whole nine, you know? So, it was a couple of
times where I just you know, in order for me to kind of let my feelings go, I had to be not
in front of her. So, trying to be protective that same time she cried, I'm feeling the pain
myself and I'm seeing pain because I'm seeing her hurt.
In complete contrast to fathers’ lived experiences of repeated feelings of helplessness,
two fathers’ actions exuded confidence when adjusting quickly to their protector roles, whereas
other fathers’ confidence fell at times. Both fathers described their wives’ screams as signals for
them to provide immediate protection from the determined perceived threat and their superhero
like reactions to the emergent nature of their child’s EOL. In Wade’s case, he tried to
psychologically protect his wife from the discovery of a perceived threat to their sanity, the
miscarriage of their child in the toilet
But this was the kind of uh scream that got my attention, that uh made me run in a hurry.
It indicated urgency. It indicated alarm. It indicated immediate attention. It indicated I
needed help. It indicated something that's going wrong. Um, it indicated come help me.
Uh so it was that kind of scream, that kind of signal. So I put on my Batman cap (father
clapped hands) and I went (father laughed). Clark Kent couldn't do a thing.
In Josh’s case, he tried to psychologically protect his wife from the shock of her being the first to
discover their daughter’s cold and lifeless body alone
One, I'll never forget the scream. And two, I feared for the worst when I heard that
scream…But when we got there, the side of her face that was down was blue and purple
all the way. And I didn't know what that meant. Like did she choke? Did something
happen? And it wasn't that at all. I mean she didn't, nothing at all. But that scream was
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just, I got up and ran. It wasn't like, I thought, "Okay, I hope, something's wrong." I got
up and sprinted through the house.
While every father stepped into the role the best way he knew how, the superhero-like
descriptions Wade and Josh both provided contributed an additional meaning to the man’s role.
Furthermore, their unique descriptions supported their perceptions of the protector role at their
child’s EOL.
Coming from a consistent place of reassurance, Dennis protected his wife’s mental state when
staying in tune and emotionally connected with her emotional needs
But, the main focus for me was my wife and just getting in the car. I remember man, just
getting in the car and just (heavy sigh), you know “baby it’s alright, we don't know, she's
not a doctor.” I mean, she has this little clinic here, but they're not professionals…I just
wanted to ensure that it wasn't her. I wanted to make sure that, um, at one point she was
wondering if I still loved her…And I didn't realize until afterwards that she brought up
some things that because of a miscarriage, marriages actually ended up in divorce. I
didn't know that, but it was like, "Yo, it's not your fault. It's not my fault. It's just you
know that's where it is." And obviously, in the broad scheme of things, uh that baby
wasn't meant to live here on earth.
Striving to keep his wife reassured in the midst of his own emotional turmoil, Dean became
protective of his wife’s mental well-being following the accident
And I knew that I had to uh make my wife comfortable because she was driving. There
was a huge storm and their car just hydroplaned and hit another on the way to school in
another truck…It was an accident, that's what an accident is. I didn't want her to feel bad
or my fault and I couldn't live with myself hardly, but I didn't have to feel that, and I
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didn't want her to feel that and she didn't. She was and has continued to be understanding
that it was an accident…It was just an accident.
Providing protection for his wife in the form of sympathy, Thomas spoke to healthcare staff from
a place of concern on his wife’s behalf
They're like, "Okay, we can schedule you for this D & C for three days from now." And I
remember being really upset about that because now she carrying [sic] around this baby
you know that's not alive. And how can they do that to a mother? How do they not
schedule...How do the doctors not make time that day you know to take care of this. I
think one was a 5-day type, one was the next week type thing. It was on a Wednesday
like, "We'll take care of you Tuesday next week." I'm like, "You got to be kidding me?"
Like, "There's nothing that you can do now? It's not just going to change." I'm like,
"What?" (Father laughs). They tried to say it nice.
Also speaking on his wife’s behalf, Josh refused to allow the problematic standard procedure of
only seeing their deceased daughter for a limited amount of time keep him from protecting his
wife and her needs
And uh he said, "Okay, we got to do this. We've got to do this." And I said, "Well, we
need to go back in there." And he said, "I'm sorry, you can't. Not anymore." And I said,
"You're going to let my wife see her daughter. You're going to let my wife hold her
daughter." And uh the medical examiner, I mean he was doing his job. And I wasn't mad
at him, I wasn't hostile with him, I just said, "No, my wife will see her daughter and that's
that."
Standing out in their experiences, two fathers specifically grew protective of their
daughters in response to their child’s EOL. Immediately following the end of his 10-month-old
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daughter’s life, Josh continued to fulfill his protector role. His protective instincts became
apparent throughout his story. During the plot picking process, Josh refused to relinquish his role
as the protector for his deceased daughter. To illustrate this finding, he chose a burial plot for his
daughter in the same row as his deceased grandfather to prevent her innocent little body from
being alone. His active role as the protector indirectly provided his daughter the layer of
protection Josh, as her father, felt she needed
And so I got up the next morning and I drove my mom and my stepdad, and we went out
to the farm and we went up to the farm and we picked out a plot for her uh and the plots
are basically in rows of six…So (name of daughter) would have had to start a new row.
And I said, I don't want (name of daughter) by herself. I'd love for her to be by my
grandfather. So, we extended the one row so that she's right there next to my
grandparents.
On the other hand, Russell’s protector role became more apparent several years following the
loss of his three stillborn children. In response to the cumulative losses he experienced, Russell
admitted to being very protective of his living daughter from the year she was born until now
when describing her personality traits and how he cherished her very being. His duty to protect
his living daughter continues to be one role he fulfills unregretfully with pride
And (name of living daughter) is sweet. Like she is one of the most precious souls that
you ever meet. She just loves people. She's a hugger…And she's definitely helped, I
know this man right here, carry on. She's unique, and I'm very protective of her (father
laughs). I mean, to this day, I was back then, even at 30. I'm very, very protective over
her and stuff.
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In this theme, fathers took on yet another duty to carry out for their families at their
child’s EOL. They perceived their new duty of being the protector as a role only a man could
fulfill. From a collective perspective, fathers fought through their feelings of helplessness and
uncertainties for the purpose of being the protector. Adding a different perspective to “I’m a
protector”, two fathers shared their experiences of exercising superhero-like qualities when
responding to their wives’ needs. As a whole, the phenomenon of fathers’ lived experiences at
their child’s EOL is understood from fathers’ perceptions of going through hell and being
crushed by feelings of helplessness. It is also understood from fathers’ perceptions of being the
protector.
Theme Four: “Who is There to Help Me?”
“Who is there to help me?” speaks volume to the varying levels and types of emotional
support experienced by fathers at their child’s EOL. Coming from every angle of the spectrum,
the appreciation for adequate support fathers received while showing gratitude towards those
supporting them is a major finding this study presents. Adequate emotional support encouraged
fathers to pick the broken pieces of their lives back up after the hell they experienced blindsided
their everyday life routines. Adequate emotional support positively influenced fathers’ lived
experiences in the following ways: (a) assisted fathers’ mental well-being before and during the
bereavement period, (b) influenced fathers’ coping styles in meaningful ways, (c) consisted of
cathartic conversations, (d) allowed some fathers to lower their emotional guards which
eventually led to emotional healing, and in some cases, and (e) became an informational platform
once others began to informally educate fathers about their similar experiences. Significant to
fathers’ experiences and viewed as a timely therapeutic intervention, fathers desperately needed
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emotional support to prevent them from reaching potentially harmful breaking points in their
lives during their child’s EOL.
Identifying the lack of consistent support from others as a negative aspect of his
experience, Wade perceived his experience as an emotional roller coaster. Furthermore, the
extremely limited amount of support he received not only intensified his experience but also led
him to question who was present for him in his critical time of need. In contrast to his clerical
role of tending to and humbly meeting others’ needs by fulfilling the expected role of the giver,
Wade reached a point in his lived experience where he needed reciprocal support from others in
return. Acknowledging his own humanistic side, Wade compared the scant amount of emotional
support he received to the abundance of emotional support his wife received
There again, uh women going through pregnancy, they have a lot of support. They have
support from their mother, um, in terms of advice and counsel and expectations. They
have support from girlfriends uh who have experienced childbirth. They, um, have
support and excitement from other younger children, if children are involved...The
support from women was one way. It was all geared toward my wife. The support from
the men was both ways, not only for me, but for her. Yes, they said things that I should
do based on their experience and what their wives had experienced. So, uh, it was the
support was both. From the women, it was just all in one direction, but from the men, it
was both ways…You have support from husbands in some cases. So, as she went through
that, she had a lot of support. It was the man that lacked the support…I can't tell you how
many calls I received from women giving me instruction, what to do for my wife, how to
comfort her, how to be there for her, um, how to do whatever would be needed for her.
With them not knowing that it was also a challenge for me…And often times I have
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asked and do ask and even asked that day uh, in forms of prayer, what do I do for me?
Who is there to help me with this adjustment, with this experience, with this emotional
roller coaster that I myself am experiencing?
Similarly, another father fulfilling the same weighted role of being a minister in a
different geographical location also encountered the same limited amount of emotional support
from others. On more than one occasion, Dennis unintentionally grew defensive as a reaction to
the useless and empty support he repeatedly received. Viewing the support as inappropriate and
inapplicable, Dennis dismissed advice from others who disregarded his ontological views. From
his perspective, his miscarried child did exist as a living being despite others failing to honor and
respect his reality regarding his lived experience. In the end, he did not approve of others
speaking of his miscarried child’s previous existence as less than
Oh yeah, yeah, when they was [sic] like, "You can make another child and that." Don't
tell me that. That was my baby. Don't tell me I can make another child. Like, yo that is so
rude. Like, you know how do you say it's an inanimate object? You know what no, right?
No, no. You know, like that was, that was our baby. That's not, like, a scoop of ice cream.
You don't want to just throw it in the trash, like it didn't have value…So you recognize
that though people try to give you advice or you try to give you some wisdom, one, it's
unwarranted if you didn't ask for it and two, it's kind of like if you're not saying exactly
what I need to hear right now, it might be good, but it's not…And some persons that
thought they were doing good, you know, they had great motives, "Well, you'll get over
it. You'll still be able to have another child." Yo, I don't want to hear that. I don't want to
hear that “it'd be okay in time”. No, I don't want to hear that. I don't want to hear that I
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can make another child, I wanted that child. So, it made me pretty defensive with my own
space you know.
Three fathers received an overwhelming amount of positive support from their
communities at their child’s EOL. Based on the stories fathers shared, none of the fathers
anticipated the magnitude of support they received from their communities. Different from his
experience with losing six miscarried children, the funeral for his only stillborn child solidified
the appreciable amount of support Thomas had all along although he did not anticipate or realize
it
No, it was crazy to see, um, the amount of support that we didn't really ask for. But uh to
know that that was when that baby was still held by 20 people at the hospital…Uh and
yeah, it was humbling to say the least. And even, I think, two days later we ended up
having a funeral, and 200 people showed up or more, which is unbelievable. Yeah, for a
funeral for a child that nobody ever knew. I mean, there's no way I'd even expect
anywhere close to that being at my funeral (father laughs)…We'd talk about how
unbelievable it was, how many people showed up to you know a baby's funeral, but
nobody knew. So I don't know, it still amazes me that one, people showed up, that
many…And I was like, look around you, you couldn't even see the people in the back
because it's outside, standing and you couldn't even see all the way back the bay area that
we were in at the funeral grounds or whatever.
From his daughter’s babysitter to his surrounding community, Josh also acknowledged the vast
amount of unexpected positive support he received at his child’s EOL prior to her accidental
death from those who personally knew his daughter and those who did not personally know his
daughter
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But the babysitter has always been great with us, I just couldn't really talk to her. And it
was just hard for me to talk to anybody on the phone, telling them that my daughter had
just died...my mom called (babysitter) and told her, "you won't believe this." (Babysitter)
showed up at the house not long after to see us and, and, um, she was great...I started
getting calls out of the woodwork and (city) is so small and word travels so fast that I just
started getting calls and texts out of the woodwork. "I'm so sorry. I'm so sorry. What can I
do?" Everything like that. And the community really stepped up and helped me…
Furthermore, Josh appreciated and received support from complete strangers who supported him
and his family from the beginning until the end of his daughter’s services
It was so full there that they had to rent outside seating, and uh they put sound out in the
courtyard…And one of the people, one of the farmers out there called up all of his
buddies and said, because it had rained pretty hard, and it was somewhat muddy. And
they got their four-wheelers and ATVs and were driving back and forth from the uh
cemetery to the road and getting these people up there uh, which was you know a very
nice thing to do.
Likewise, Dean was utterly amazed at the amount of support he received and how memorable his
daughter’s service was
Good God there'd be hundreds of people there… So, the night before the funeral, we did,
and really I think about 400 people came. I had friends, performer, other performers that were
there and sort of standing there, handed the water and saying, "Keep on going."…Yeah. It was
huge, it was like 600 people, it was packed…The heart of this service was having people telling
memories about her. And that really went well. And people were saying some very moving
things. I thought that was really good. And uh he came to the funeral. I mean, he had, if he hadn't
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come out, when he thought twice about it, he came all the way from (city). And he just stood in
the shadows, not wanting to be recognized as he would be. And just checking on me standing
like three feet away from me. So, it's weird, but how much appreciation I have for that.
“Who is there to help me?” was also answered in terms of support fathers received from
family and friends. Fathers appreciated transparent and honest support from those who also
experienced the end of a child’s life and the physical presence of their friends and families. The
existential ground of time is evident in fathers’ descriptions of others being present for them in
their time of need especially those who lived similar experiences. Easing his mind of grief, he
could not initially identify with prior to the loss of his miscarried child, Barry leaned on his
parents and their similar lived experiences for emotional guidance, comfort, and healing
I know from my side, um, my mother miscarried a child right before my mother and
father had me. So, she was able to say and, you know, speak to what it felt like for her
and you know her emotions. Um, and then you know just talking to her and talking to my
father and getting their emotions and feelings and stuff…So uh it was good to have
someone to talk to that had been through it.
Robert also found solace in knowing those close to him and his wife who shared a similar
experience at their child’s EOL could offer much needed and timely emotional support
But we both have two very supportive families that we talk with, and we talked with our
parents. And in talking with them more we even came to find out that both my brothers,
each one of them ended up having a miscarriage…And (wife’s) mom even told us that
she had trouble conceiving her and her sister. I mean, it took her mom and her dad a very
long time to have kids. And her sister would even come out and tell us that they had
trouble conceiving and they actually had to go to (state) twice to have in vitro fertilization
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done. So, this isn't stuff that people tell you upfront that's going on. But when you tell
them that you're dealing with this, they also apparently were going through some things
as well. So, it makes it easier, I guess, to relate to that cause again, when you talk with
people about having kids and having a baby, nobody's telling you how hard it was to get
pregnant.
Different from Barry and Robert’s experiences with familial support they received, Thomas did
not know how to receive support from certain family members following his multiple losses
I remember a couple of them, like my mom might've said something and my sisters. I'm
not very affectionate with our family members. We're not all big huggers every time we
see each other or anything like that…But I just remember my mom feeling awful, and she
probably said something. My dad definitely never did. And then my sisters, all three of
them would definitely say something. My brother would say something uh. You know,
"Let me know if you need anything."…But the support, if I wanted it, it was there to be
had if I knew I needed it.
Instead, Thomas found it easier to receive emotional support from a close friend versus his
family
I almost feel like the doctors knew that it would be a stillborn situation because it was
more intense, I guess, or something than what the normal thing was or whatever. But I
remember him praying for us and for her and thanking God for the time that we did get to
spend with her (father’s voice cracking)…Because he's a really good friend of mine, and
I remember him being there and, um, basically asking to be the first to hold her after
(wife) and I had held her. But I remember him grabbing her and praying for her and
thanking God for ending her suffering at His time.
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Similar to his positive experience of the overwhelming support he received from the community,
Josh and his wife also received a considerable amount of support from both his family and
friends throughout the entire process. He mentioned the importance of those who helped when he
said, “And then from there, we had people coming over to the house all day long. My friends, my
family, and basically people taking care of us. People were bringing us lots of food.”
Furthermore, Josh and his wife received punctual emotional support from family and close
friends immediately after his daughter’s SIDS death
And my buddy got here, and he said, "What happened?" And I told him that "(name of
daughter) didn't wake up." He grabbed me and hugged me. Uh and he knew something
was wrong…Uh, you know, and we had friends coming from everywhere…And then all
of a sudden her friends showed up. They said, "I don't care what she says, we're going to
show up and take care of this girl." And they did. And uh then a lot of girls showed up in
one car and you know to take care of (wife)…Uh and then that's when I took a walk and
one of my, we have a lot of friends who are you know, it's not just her best friend, but her
husband's one of my best. A couple of friends. And some of them started showing up and
you know they'd hug me and it was kind of like the guys came there to take care of me
and the girls came there to take care of her in ways that we couldn't handle for each other.
..But I felt very well cared for during this whole time. People took very, very good care
of me. People came from near and far, all my college friends who heard about that, I had
a buddy who drove from (city), he was my roommate in college. A lot of friends from
(city). Yeah, I've got 10 friends from (city) and they all piled in cars and drove up. They
got hotel rooms. I was very, very well helped.
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One father believed others’ honest advice validated his feelings and emotions
surrounding the end of his child’s life and provided much needed clarity to the confusing
elements of his experience. Prior to the offered advice, Barry’s world consisted of
misunderstandings, subjective feelings of helplessness, and unsettling questions
So, uh it was good to have someone to talk to that had been through it. Um, of course it
doesn't take away the feeling of it, but it does make you feel like, okay, well I'm a little
bit more human than what I felt. I was kind of starting to feel like it was just us.
Expounding on the concept of emotional support, fathers leaned on their faith in God for
spiritual support. Exercising their Christian faith, fathers believed God knew who to send their
way to help them during the traumatic moments of their experiences, trusted God’s will and plan
for their lives, and allowed God to control their unfortunate circumstances. After receiving
official confirmation of the miscarriage from the doctor, Barry painted a mental picture of his
spiritual experience through his description of his personal encounter with God and the level of
vulnerability he showed in the car with his wife
And when we got back in the car and uh after the doctor told us the stuff, I just prayed to
God. I mean, I cried out to God. I said, God, it's your will, your way. Um, I know I don't
have to understand why you do what you do, but it's in your hands…Um, and for me
coming from a spiritual background and stuff, I kind of just trusted God. I have complete
faith in God that whatever he is doing, he's doing it for the correct reason you know. And
that was just the way I felt about it, it was his will and his way.
Dennis not only exercised his faith in God during the time of his wife’s procedure but also
during his entire lived experience at his child’s EOL
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And that was my mode you know. In between that conversation with that little clinic and
waiting for the appointment with the hospital, I was like, "God, I give my baby to
you…God, I know you will protect her. I know everything is under your control. I have
to release it to you, and everything is going to be okay…But there again, in those spaces,
so though I'm human, my trust is in God. So, it was just like, "Alright. Reel that back in,
(name). I'm in control of this. Just know that everything is going to be alright." And I'm
like, alright, God, because it's going to have to be because I can't do anything. So I know
you got it…It was just a lot of stuff that was going on, but God is faithful...And like, I
trust God for everything you know...Because of the miscarriage, God prepared us and
gave us the understanding, the insight of what it felt like to have a child and then lose a
child so that we could...because scripture tells us that we have the ministry of
reconciliation you know and we comfort those that are comfortless.
Admitting to the cultural challenges of being vulnerable when expressing his emotions and
allowing others to support him without hesitation in his descriptions, Thomas exercised his faith
in God as a means of emotional support when he said “God has a plan and that's how basic my
thoughts were.”
Along with his faith in God, Dennis perceived the spiritual counsel he received from two
spiritual mentors as a valuable source of emotional comfort. He said
So, I had two spiritual mentors. One who I have...Now I have one, but so I had two. One
passed and then (name) out of (city, state) he's my sending church for the church that we
planted here and all that good stuff. So I just found myself just talking to him and just
really leaning into wisdom from just quote unquote one source instead of just really
having the dialogue, um, with just several people…It was difficult because Bishop
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(name), he wasn't a man of many words, but man. When he spoke, it was kind of like my
father and my natural biological father. I love him. And he really taught me how to be a
man and still is teaching me how to be a man. So, the Bishop, he schooled me. He gave
me a lot of gain shall I say. He gave me a lot of advice, a lot of wisdom, um, but he
walked me through a lot of stuff…I found solace in speaking with my spiritual mentor
you know.
During his experience, one father presented multiple aspects of three phases in his
Christian faith. Experiencing paradigm shifts in his faith, Wade’s initial thought pattern included
his belief that God will connect individuals with the right people during times of difficulty. His
next thought pattern shifted to thoughts of helplessness in his faith. Later in his experience, he
shifted to the final phase in his thinking when deciding to fully lean on his faith as a source of
emotional comfort
Um, let me put on my preacher hat just for one second, God knows who to send your way
at a time when you don't know what to do. And He knows how to connect you with the
right people that can feed into you and help you through difficult times… Um, there was
nothing in my faith at that moment that I could hold on to that would bring me the
comfort and the answer that I needed… Then me being a person of faith, I lean on my
faith, I look to my faith, um, to help me get through some of the things that I have to go
through.
Some fathers received adequate emotional support from colleagues who understood their
emotional needs whereas others did not receive the same type of support. In Wade’s case, he did
not receive support from the majority of those who attempted to provide it. Besides his faith in
God, the support from his two colleagues who shared similar lived experiences at their child’s
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EOL stood out in his experiences as he described the interactions with them as a small group
session
I called one of the deacons from the church over to come fix the sink for me. And he
came and I remember sharing with him what had happened, and this is for certain right
after my own prayer that I had prayed. And this deacon, older gentleman, he began to
minister to me and he shared with me how he and his wife had experienced a miscarriage.
And he began to, it was almost like there was uh a small group session being created for
myself to express to another man how I was feeling and what he was feeling and, um,
how he was able to make the adjustment…Um, it wasn't long after, before another
colleague of mine in ministry, I was just sharing with him what had happened and he and
his wife had twins and there was a miscarriage. but it was it was therapeutic to hear and
for them to share and be willing to share. Um, it helped me get through what I was, was
experiencing. What all of us had in common was more than just the fact that we had
experienced miscarriages.
Likewise, Barry did not receive support from his colleagues following the loss of his miscarried
child. However, the distant relationships with his colleagues did not warrant such type of
support. He said
And I hadn't told anyone at work you know that we were pregnant or anything like that
because I didn't have any friends or confidants you know at work that I felt you know
close enough to give that information to.
Different from Wade and Barry’s lived experiences, Dean received punctual emotional support
from an agent at his job once his world became one of affliction after learning about his wife and
daughter’s accident. This is clear in his statement when he said
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I said, "I've got to go home. I can't be here." And the agent lady (name of lady) said, "I'll
go with you to the airport", because she knew I was completely discombobulated and
shocked. And so, she did go and waited until the plane took off, I thought that was very
sweet of her. She did that a lot, that she recognized that I needed that and didn't just send
me off to the airport.
Recalling significant moments from his daughter’s funeral, Thomas described his positive
experiences of receiving emotional support from multiple coworkers
And then I had 15 guys from work there that, I'd been working this new job for a couple
years…There was probably out of the 200, I know there was at least 50 people that don't
attend any kind of church or anything and they all came to the funeral, and uh it was
awesome.
Admiring the human side of his boss, Russell appreciated the kindness and hospitality his
veteran boss showed him when finding out about the loss of his child on a phone call at work
It was another God thing with him being there. And probably my favorite boss as I've
ever had, right? For real, he was very...he was in tune with your life. He cared for people,
he cared for the people he worked with and was over. And I remember him sending some
flowers and they gave a check of like $500, I remember that, you know to help with
everything. And all of that meant something. And uh I never forgot him, (name of old
boss). I'm going to have to get that dude. I'd love to see him again. Hopefully one day I'll
get to run into him because...yeah, I wouldn't have wanted to be in there by myself. Like I
was really glad that he was in there. But yeah. Seeing a man of that size, too, you're
like...oh, and he's military and all it's like...and break and cry with us. That was pretty
impressive to me, seeing how just compassionate he was and it uh spoke volumes.
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Also acknowledging the support his boss provided him, Josh identified him as one of the
supportive individuals he will never forget during the time of his daughter’s unforeseen EOL. He
said, “And the community really stepped up and helped me. And that includes the people like
my boss at the time and the president of the bank.”
With regard to support given by healthcare professionals, healthcare staff displayed
inconsistencies in showing empathy, speaking with a sensitive tone, and providing fathers’
undivided attention separate from mothers. During the hospital visit with his wife, Wade
described the social and emotional disconnect between him and the doctor. In the end, Wade did
not feel as supported by the doctor as he would have hoped to
And um, um, I don't know if the doctor gave even a good response, a good doctor...See
because not only was my wife the patient. I was the patient too and I don't know if the
doctor gave me, as a patient, a proper answer or proper attention. But I didn't feel as if
that was a connection that he was touching me or having experienced this before, for that
he may have had any training on how to handle patients who have had miscarriages, not
just mothers, but I mean fathers too.
Also experiencing the lack of therapeutic communication with healthcare staff, Dennis felt
uncomfortable with the delivery of news pertaining to the end of his child’s life
The ultrasound tech, I mean, she was really nice. She was really nice, but I don't know. It
was like the way that she asked the question, it was just like, "so have y'all [sic] talked to
a doctor?" "Well, our appointment was today, but we missed it". She was just...I was like,
"why?" She was like, "well, can't find the heartbeat".
While his experience with healthcare staff was not entirely negative, Dennis remembered one
healthcare professional who attempted to provide emotional support to him and his wife
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And I do remember as we were leaving, it was the same lady that came to the waiting
area with her. And she was really nice. I do remember that. And I remember more so as
we were leaving, she tried to give comforting words because I'm guessing she was maybe
the nurse that was in the room. I don't know or maybe she knew what was going on. I
mean, she tried to give comforting words as we were leaving
Contradictory of Wade’s negative experience with the emergency room doctor, Barry’s positive
experience with his doctor consisted of reassuring conversations
It was rough, but you know we had a really good doctor for even once we did actually
have children, we had the same doctor that delivered him. Um, but she was very good at
letting us know, uh you guys are young, I don't see any issues going forward where you
wouldn't still be able to have children. Uh she was very reassuring with us that it wasn't
something that she could see happening again.
Recalling his positive experience with community healthcare professionals, Josh gratefully
received emotional support and appreciated small amounts of quality time the firemen and
paramedics provided him and his family in their time of need
So, the firemen did more than just one thing. They got here and took care of us. They did
pronounce her dead and uh they took care of my boys, or they took care of my oldest son
and played with him like he was one of their own children…I don't know any
paramedics, but it showed that they really cared...I don't feel like those guys slept well
that night. Cause I think that they were...I don't know if they have families or not. I just
don't know but I feel like you know, part of it was with them and I don't know for how
long, but I think, uh they weren't just doing a job, they were doing a lot more.
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From a broad perspective of fathers’ experiences, “who is there to help me?” consists of
moments where fathers perceived the emotional support they received as helpful and others
perceived the exact opposite. In different points of time, fathers received support as their child’s
EOL occurred and ongoing support following the chain of actual events at their child’s EOL.
Sources of support ranged from familial support, support from friends, support from colleagues,
and spiritual support to unexpected outpouring communal support. Overall, inconsistences in
support including support from healthcare care impacted fathers’ lived experiences in varying
ways.
Conclusion
Through an iterative analytic cycle, the four themes of “I done been through hell”, “I felt
helpless”, “I’m a protector”, and “Who is there to help me?” arose from eight fathers’ interviews.
In each presented theme, the essence of fathers’ lived experiences at their child’s EOL was
holistically captured. Participants’ transparency and honesty within their descriptions provided
an open and direct invitation into their worlds, individual realities, and shared perceptions for
greater understanding of their experiences.
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Chapter 5. Discussion
The purpose of this phenomenological study was to describe the lived experiences of
fathers who have experienced their child’s EOL. Data was collected via one-on-one unstructured
Zoom interviews with fathers until data saturation was achieved and interpreted using an
iterative analytic process described by Pollio et al. (1997) analyzing fathers’ transcripts line by
line and incorporating feedback from the TQPG at the UTK and dissertation committee
members. In the end, four themes were identified. In this final chapter, a collective summary of
findings is presented and discussed. Theoretical, nursing practice, nursing education, and health
policy implications are also presented for serious consideration by healthcare professionals.
Strengths, limitations, and suggestions for future research close the chapter.
Summary of Findings
Theme One: “I Done Been Through Hell”
Perhaps the most salient theme of this phenomenological study that truly captured the
holistic essence of fathers’ lived experiences at their child’s EOL, “I done been through hell”
presents findings that are paramount. The explicitness of fathers’ descriptions directly guides
those who lack understanding of their experiences into their worlds only they can describe. In
this theme, fathers described their perceptions of going through hell as experiences of
indescribable and inescapable pain others cannot begin to understand. As their stories unfolded
throughout their interviews, fathers began to dissect painful memories of their experiences.
Painful memories of their hellish worlds included the following: (a) vivid mental graphic images
of their deceased children, (b) agonizing and unbearable psychological shocks from the
unexpected loss of their children and sometimes several children back to back, (c) metaphors and
sports analogies symbolizing the intensities of their experiences, (d) delicate details from their
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children’s funerals and burial services, (e) bodily features of their deceased children, (f)
emotions they felt when touching their deceased children during physical encounters with them,
and (g) emotional distress from compounded losses that connected with other life altering and
milestone events. Fathers’ experiences also included memories of their disrupted “normal” lives,
times at work they struggled to keep it together, times they responded out of character, the
emotional hardships of trying to wrap their heads around their child’s EOL, and the internal
warfare between their new harsh realities without their deceased children and their old
comfortable realities with their living children prior to their deaths.
Contributing to wide knowledge gaps in the body of pediatric EOL literature, no study
presents the rawness of fathers’ lived experiences and fathers’ levels of transparency that is
needed for healthcare providers and others to understand the uniqueness of their experiences that
cannot be compared to mothers’ experiences. In all germane supporting literature, fathers’
descriptions were not identified separately from mothers’ descriptions (Balkin et al., 2015;
Beernaert et al., 2019; Darbyshire et al., 2012; Davies et al., 2010; Falkenburg et al., 2016;
Hoover et al., 2014; Lovgren et al., 2016; McGraw et al., 2012; Michelson et al., 2013; Rapoport
et al., 2013; Robert et al., 2012; Sedig et al., 2020; Sedig et al., 2020; Tan et al., 2012;
Thienprayoon et al., 2016; Zaal-Schuller et al., 2016). Instead, descriptions in current literature
were provided by “parents” (Butler et al., 2019; Lord et al., 2020; Sedig et al., 2020). In all, this
study’s findings shared similarities regarding fathers’ experiences with other study findings.
To start, fathers repeatedly described negative elements of surprise at their child’s EOL.
This study also found that fathers were shocked at their child’s EOL as they were not mentally
prepared for their wives’ miscarriages, stillbirths, or their children’s accidental deaths. Similarly,
parents in Lord et al.’s (2020) qualitative study experienced negative psychological shocks due
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to the short timing and circumstances surrounding their child’s EOL. Although their children
died from medical complexities, parents still identified the feeling of being shocked as a part of
their experiences (Lord et al., 2020).
Providing more descriptions, fathers described how their worlds of misery collided with
their harsh new realities excluding their deceased children. This finding is congruent with
Falkenburg et al. (2020) in their qualitative study on the spirituality of parents whose children
died in the PICU. The authors reported the similar finding of parents fighting to live with their
new harsh realities surrounding the loss of their child and the difficulty in being unable to avoid
it (Falkenburg et al., 2020). When living in their new realities, parents experienced a palette of
different emotions when facing them as fathers in this study faced in their lived experiences.
The findings from this study of suicidal thoughts and not wanting to live without their
deceased children are also supported in the relevant literature. Again, Falkenburg et al. (2020)
reported that parents initially believed their own death was attractive at the time of their
children’s deaths. It is also of note that, with the passage of time, most fathers in the present
study with the exception of one and parents as reported by Falkenburg et al. (2020) no longer had
those thoughts.
“No one knows your pain” describes fathers’ experiences of emotional pain as
unfathomable and immeasurable. From their perspectives, the emotional pain they felt consisted
of the pain of not knowing, the pain of experiencing important life events without their deceased
children such as holidays, a pain they will always remember, the pain of seeing their wives in
emotional pain, and the general pain they felt from losing their children. Though not described to
the same degree as fathers in this study, Falkenburg et al. (2020) found that parents experienced
feelings of intense emotional pain surrounding their child’s EOL. This could mean that there is a
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gap in the understanding of the intense levels of fathers’ emotional pain that is ripe for
exploration.
Theme Two: “I Felt Helpless”
“I felt helpless” describes fathers’ perceived feelings of helplessness throughout their
lived experiences at their child’s EOL. As a significant finding in this study, six out of eight
fathers described various feelings of helplessness within their stories. Based on their
descriptions, fathers often felt unusable and severely emasculated when unable to help their
families as well as themselves. Fathers also shared how their stories of helplessness painfully
reminded them of their inadequacies, their limited knowledge pertaining to their wives’
pregnancies and children’s EOL, their lack of control over their situational outcomes, and their
unsuccessful attempts with comforting their wives at times. Furthermore, fathers reported poor
guidance from healthcare staff which further contributed to their feelings of helplessness.
Though not explicitly stated as feelings of helplessness in their findings, recent studies
reported similar but general examples of helplessness fathers experienced. Demonstrating a
partial link between this study’s findings and current literature, Mekelenkamp et al. (2020) found
that parents felt helpless with treatment options presented by staff while finding treatment
options extremely difficult to understand at their child’s EOL. Their limited knowledge on
treatment options left parents feeling completely clueless as they could not fulfill their roles as
parents when failing to understand basic information pertaining to their child’s terminal disease
and treatment options. Likewise, in this study’s findings, fathers did not understand multiple
aspects of their wives’ and children’s health status changes at their child’s EOL in some cases
which resulted in feelings of helplessness. Some fathers reported still battling residual feelings of
helplessness from their lived experiences.
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With regard to fathers’ feelings of helplessness causing conflicting thoughts with their
own expectations of being a man, fathers provided descriptions of being a man in terms of
“being tough”, being mentally and physically present in their child’s life until the end, and not
being afraid to be vulnerable. Similar to fathers’ perceived obligation of being a man for their
own personal reasons and their families, Sedig et al. (2020) found that parents did not feel
confident in fulfilling their expected roles at their child’s EOL due to feelings helplessness.
Fathers’ stories of helplessness also included descriptions of being unable to “fix” aspects
of their child’s EOL, to reverse unfavorable outcomes at their child’s EOL, to provide answers to
daunting questions, and to comfort their wives to a level they found acceptable. Supporting this
finding, Sedig et al. (2020) found that parents felt helpless when losing control of their
circumstances at their child’s EOL. Also supporting this finding, Wang et al. (2019) reported
parents’ feelings of helplessness when unable to do anything to prevent unpleasant side effects
and the ineffectiveness of treatment for their dying children.
Theme Three: “I’m a Protector”
“I’m a protector” emerged from fathers’ experiences of juggling tortuous elements of
their hellish worlds while trying to protect their families from those elements. Throughout their
lived experiences, fathers described moments where their abilities to fulfill their roles were
constantly tested. Nearly stripping away every ounce of confidence some of them once had, their
experiences pushed them to an unforeseen level of vulnerability some fathers are still
experiencing today. From protecting their wives from unfamiliar healthcare staff on their behalf
to responding to their wives’ emergent screams upon the abrupt discovery of their child’s EOL,
fathers aimed to support their wives to the best of their abilities and protect them from feelings of
emotional pain, worry, and guilt through reassuring and supportive conversations. In addition to
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protecting their wives, fathers honored their traditional role of protecting their unborn and living
children from any perceived threats such as health scares. This finding is supported by Verberne
et al. (2019) whose study participants became anxious and sensitive to warning signs of their
child’s EOL and protective of their wives’ and children’s vulnerable health statuses.
A new finding from this study pertained to fathers’ struggles with balancing their
masculine roles of being their families’ protectors with the demands of other roles such as being
the fixer. To the best of the researcher’s knowledge, no recent literature explicitly describes this
finding related to fathers’ experiences at their child’s EOL. Therefore, thorough examination
must be conducted for easy identification of fathers’ stories in order to synthesize their
experiences separately from mothers’. Partially linked to fathers’ stories of being a protector,
current literature reports parents’ experiences of protecting their children against potentially
harmful circumstances such as uncomfortable conversations about death, the reality of their
child’s poor prognosis, and environments of constant reminders of the child’s poor prognosis
(Gurkova et al., 2015; Marsac et al., 2018). Furthermore, parents viewed their protector and
obligatory role as one of importance when preparing to activate these roles at their child’s EOL
(Santoro & Bennett, 2018). Consistent with findings in Chapter 2 and 4, current literature also
identifies parents’ protector roles as advocates for their dying child as they know their children
and will speak for them on their behalf when children can no longer speak (Hoover et al., 2014;
Mekelenkamp et al., 2020; Neubauer et al., 2020; Sedig et al., 2020). In this study, every father
unexpectedly experienced their child’s EOL in the forms of miscarriages, stillbirths, or
accidental deaths. To date, no other qualitative studies have readily identified fathers’
experiences of immediately stepping into the protector role unexpectedly.
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Theme Four: “Who is There to Help Me?”
In their time of dire need, fathers questioned who was there to help them. Some fathers
could identify individuals that provided adequate support, whereas some fathers questioned the
lack of support. For those fathers who received consistent support in a timely manner at their
child’s EOL, their communities, coworkers, family, friends, strangers, spiritual mentors,
babysitters, healthcare staff, and God all served as positive support systems.
Fathers’ positive experiences eased their emotional hardships, encouraged positive
coping habits following the loss of their child, and included cathartic conversations and
informational platforms once others shared their similar experiences of losing their child. Some
fathers also reported a deep spiritual connection through a leaning on God for their mental
strength. Less than 50% of fathers in this study reported positive encounters with healthcare
staff, but those who did appreciated words of reassurance and kind words of comfort. The
literature supports this finding related to providers’ supportive words that contributed to fathers’
eased mental states and their overall positive experiences with emotional support from healthcare
staff (Erlandsson et al., 2011; Falkenburg et al., 2016; Lovgren et al., 2016; Michelson et al.,
2013; Monterosso & Kristjanson, 2008; Robert et al., 2012; Thienprayoon et al., 2016).
Fathers’ negative experiences included moments where they felt alone in their emotional
suffering, poor support in the form of painful reminders of their deceased child, and insensitive
remarks from healthcare staff. When describing their interactions with healthcare staff, some
fathers viewed healthcare staff as insensitive and did not feel healthcare staff were empathetic in
their approaches. One father questioned the insensitivity healthcare staff displayed causing his
wife to carry a deceased child in her womb while waiting for a D&C procedure to remove their
child. A different father felt pressured to make a final weighted decision about his daughter’s
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organs at her EOL and did not find words of false hope to be helpful. Based on their
experiences, both fathers along with other fathers in this study wished healthcare staff were more
compassionate in their approaches. These findings are congruent with Baughcum et al. (2017)
who found that parents felt healthcare staff were insensitive to their needs and did not speak
much needed words of empathy, Lord et al. (2020) found that parents viewed compassion as an
important quality healthcare staff should display at children’s EOL and Monterosso and
Kristjanson (2008) found that parents did not appreciate misleading words of false hope
healthcare staff spoke at their child’s EOL which ultimately led to the unpleasant surprise of
their child’s death.
Most fathers in this study appreciated interactions and supportive words from family and
other individuals who also experienced a child’s EOL. One father specifically viewed the
opportunity of relating to two of his peers as a helpful factor in his lived experience. Consistent
with this study’s findings, Wang et al. (2019) found that parents viewed support groups as
helpful aspects of their experiences. Additionally, the literature suggests fathers find support
from family and other individuals sharing their experiences to be helpful and meaningful
(Rapoport et al., 2013; Tan et al., 2012; Zaal-Schuller et al., 2016). Contro et al. (2010) found
that parents preferred emotional support from family members instead of unfamiliar healthcare
staff.
Identified in this study, supervisors and coworkers also contributed to fathers’ mixed
experiences with emotional support with some fathers receiving adequate support while others
felt bothered by the support or lack thereof. Stevenson et al. (2017) are the only authors
identified to report specific information related to fathers’ experiences at a child’s EOL. They
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suggested that coworkers are a positive support system for some fathers at their child’s EOL
(Stevenson et al., 2017).
Nearly every father described God as a source of comfort at their child’s EOL. This
finding is congruent with extant literature. In their descriptive phenomenological study, Wang et
al. (2019) reported spiritual support from God as a source of comfort in struggles with anxieties
about a child’s EOL.
Finally, unexpected support from the community was described by three fathers in this
study. Again, this finding is supported by the literature. Robert et al. (2012) found that parents in
their focus group study also viewed their communities as positive support systems at their child’s
EOL.
Theoretical Implications
As previously identified in Chapter 2, the inconsistent use of theoretical frameworks in
this body of literature is evident. To fully understand fathers’ lived experiences at their child’s
EOL, Merleau-Ponty’s framework is needed to holistically address multiple aspects of fathers’
experiences and uncover unique concepts specific to their experiences (Thomas & Pollio, 2002).
Different from other philosophers, Merleau-Ponty viewed perception as the ground level for all
knowledge (Omery & Mack, 1995). In this study, the use of his tenets of time, relationships with
others, intentionality, embodiment, and perception provided a direct invitation into fathers’
hellish worlds only they could describe in their vivid and raw descriptions (Thomas, 2005).
When considering pediatric EOL care, each tenet can easily be applied to pediatric EOL and
specifically fathers’ experiences. To the best of the researcher’s knowledge, previous studies do
not explicitly acknowledge or formally apply Merleau-Ponty’s framework to fathers’ lived
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experiences. Though underutilized, his theory can help capture the complete essence of fathers’
lived experiences at their child’s EOL.
The richness embedded in this study’s findings warrant deeper consideration of fathers’
hellish experiences. As a major lifeline for their families, fathers did what they could to support
their wives at their child’s EOL and bring peace to their circumstances. While every concept in
Ruland and Moore’s (1998) peaceful end-of-life theory does not apply to fathers’ insightful
experiences due to the unexpected losses of their children, some concepts are applicable and
deserve further examination as they are still relevant for future studies on fathers’ individual
lived experiences. Their theory conceptualized five major concepts and sixteen sub-concepts
pertaining to the EOL Experience. Not being in pain, being at peace, and closeness to others are
major concepts that apply to fathers’ lived experiences. Within those three concepts, applying
non-pharmacologic interventions for emotional pain, providing emotional support, providing
significant others with guidance in practical issues and attending to others’ grief, worries, and
questions are the most pertinent to this study. From their perspective, pain was defined as “an
unpleasant, sensory, and emotional experience” (Ruland & Moore, 1998, p. 172). Relating this
concept to fathers’ experiences, “no one knows your pain” subtheme speaks of fathers’
emotional pain some still experience. The non-pharmacological interventions fathers found
helpful during their experiences included emotional support from God, those who attended to
their grief, those who shared similar experiences, and others. Fathers appreciated practical and
honest guidance from those who shared similar experiences. Although their middle range theory
is primarily focused on dying patients, there is attention given to families in some of its concepts
and sub-concepts as described above. The inclusion of others in their theory speaks for the
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significant roles fathers play at their child’s EOL and the need for greater inclusion of their
experiences in the body of pediatric EOL literature that is specific to their experiences.
Greater use of the middle range theory of chronic sorrow by Eakes et al. (1998) may also
help initiate closure of knowledge gaps related to fathers’ experiences. The need to understand
fathers’ emotional needs especially from the nursing perspective is imperative. Fathers’
descriptions of the hell they experienced and fluctuating feelings of helplessness leads to the
justified use and relevance of this theory. According to Eakes et al. (1998), their theory is “useful
for analyzing individual ongoing disparity due to the loss of the perfect child or bereavement” (p.
179). Also, from their philosophical perspective, chronic sorrow consists of the recurrence of
permanent sadness or grief (Eakes et al., 1998). Therefore, Eakes et al. (1998) created this theory
to provide nurses with practical knowledge that will help fathers cope in meaningful ways. Their
theory can also help nurses understand fathers’ triggers and how to best comfort them
therapeutically as fathers face those agonizing triggers at their child’s EOL and during the
bereavement period. Fathers transparently discussed and repeatedly referenced the emotional
struggles they still experience years later due to the absence of their deceased children. In nearly
every figural theme, every father highlighted triggers of their chronic sorrow or ways their
sorrow has impacted and still impacts their new disrupted lives. Based on Eakes et al.’s (1998)
theory, fathers can drown in a pathological mental state of despair and permanent sadness
without therapeutic support from nurses and effective internal and external management
methods. Consequently, misunderstandings or the lack of understanding will keep this
phenomenon in its stage of infancy and continue to negatively contribute to fathers’ hellish
experiences unnecessarily. Fathers’ raw descriptions suggest the urgent need to address
insufficient understanding of their experiences at their child’s EOL.
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Additionally, the need to acknowledge fathers’ varying levels of grief is crucial for
greater understanding of their lived experiences as well. From outward tearful expressions to
thoughts of the end of their own lives, each father described his own way of grieving at his
child’s EOL and during the bereavement period. Frequently reported examples of grief in
fathers’ descriptions clearly point in the direction of Kübler-Ross’s (1969) five stages of grief.
When considering the major finding of pediatric EOL literature primarily reporting the combined
experiences of mothers and fathers as noted in Chapter 2, this theory is unquestionably useful for
understanding how unique and separate fathers’ grief responses are from mothers’ responses.
Her theory includes the following five stages: (a) denial, (b) anger, (c) bargaining, (d)
depression, and (e) acceptance (Kübler-Ross, 1969). All five stages do not occur in a linear
fashion and grieving individuals may not experience each stage (South Hadley Public Schools,
n.d.). For example, one father displayed acceptance of his child’s EOL prior to falling into a state
of depression. A different father never accepted his child’s EOL. Further illustrating his refusal
to accept his child’s EOL, he still does not accept the loss of his child decades later. In essence,
according to Kübler-Ross (1969), grief is a normal response to loss, and it is an individualized
experience as no father’s grief experience is the same as another father’s experience. Applicable
to fathers’ experiences, this theory is appropriate for future existential phenomenological studies
on their lived experiences. Consistent application of her theory may provide healthcare
professionals with significant data they can use to expand nursing knowledge pertaining to this
phenomenon.
Tested and evaluated by several groups of authors, Kolcaba’s (1994) Comfort Theory
established a broad understanding and holistic perspective on comfort. In its first dimension, this
theory defines other important concepts related to comfort such as relief, ease, and transcendence
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(Koehn, 2000; Kolcaba & DiMarco, 2005). Within its second dimension that includes physical,
psychospiritual, sociocultural, and environmental aspects of comfort, fathers identified examples
of each in their descriptions in terms of discomfort with describing the physical and bodily
characteristics of their deceased children to descriptions of noisy then silent machines in the
PICU. Fathers also gave a considerable amount of attention to psychospiritual and sociocultural
aspects of comfort or discomfort in their descriptions related to the leaning on their faith in God,
emotional support from close individuals and their communities, and the pressures of their own
cultural views on being a man, the fixer, and protector of their families. “The endpoint of this
theory is that there is an increase in comfort, indicating that negative tensions are decreased, and
positive tensions are increased” (Koehn, 2000, p. 69). During their experiences, fathers described
moments of comfort and discomfort which positively and negatively contributed to their hellish
experiences. Threaded in fathers’ undertones of their descriptions, this study clearly illustrated
how significant this theory is for their lived experiences.
Nursing Practice Implications
Revisiting one of Dennis’s transparent quotes regarding his experience of helplessness,
he captured the essence of fathers’ feelings of helplessness
And I didn't know. There's no handbook or anything given to me, so all I could do was
pray, umm and really made sure that me and my wife were on the same page... Like just
being helpless, man I really did try to... I would try to Google little things here and there.
Dennis’s quote is only one example illustrating fathers’ need for guidance especially during a
time like their child’s EOL as many fathers in this study did not know where to begin when
helping their families with their limited knowledge base. Because HCPs, including nurses, find it
is challenging to communicate with family members at children’s EOL when initiating EOL
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discussions, it may be necessary to return back to the fundamental principles of nursing (Khraisat
et al., 2017) According to Montgomery (2013), nurses caring for dying children at their EOL
may not fully understand their role. Prior to providing fathers guidance and emotional support at
their child’s EOL, a simple recommendation must first be considered. This recommendation
consists of nurses knowing their roles and when to exercise them. Once nurses fully understand
and accept their roles, rapport can be established with fathers. Nurses can establish rapport with
fathers in the following simple ways: (a) introducing themselves, (b) introducing their roles in
caring for the dying or deceased child, (c) learning fathers’ names, (d) acknowledging the dying
or deceased child’s name to keep the child’s existence relevant, and (e) providing fathers with
necessary resources such as food, drinks, and locating restrooms (Meert et al., 2012; Michelson
et al., 2013; Mullen et al., 2015). Once rapport is established, nurses may be able to provide
additional guidance and emotional support so to avoid detrimental effects. Only two fathers in
this study provided descriptions of nurses’ attempts to establish rapport with them. This finding
highlights the need for nurses to continue to engage in specific efforts to establish rapport with
fathers during their child’s EOL.
Reiterating the need to return back to the basics, the need to utilize therapeutic
communication models with patients and their families is repeatedly discussed and incorporated
in nursing education curricula (Abdolrahimi et al., 2017). Therapeutic communication promotes
healthy relationships with patients and their families while establishing rapport with them as well
(Mullen et al., 2015). In this study, most fathers did not describe engaging in therapeutic
conversations with nurses at any point during their experiences. Only one father very quickly and
briefly mentioned the kindness his wife’s nurse tried to show. However, he did provide a
description about stronger therapeutic communication skills the nurse should have used. Most
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fathers did not mention any nurses who positively impacted their experiences with therapeutic
communication. As a whole, nurses are in a prime position to engage in utilizing individualized
therapeutic communication. Additionally, nurses must realize each family situation is different
and different responses are required (Mulllen et al., 2015). To enhance therapeutic
communication skills, nurses must revisit the following recommendations they once learned in
the didactic setting: (a) asking open ended questions, (b) engaging in active listening, (c) being
physically present, (d) providing periods of silence, and (e) using appropriate forms of facial
expressions, eye contact, body orientation, and touch (Mullen et al., 2015; Stone et al., 2010).
Meaningful to their experiences, fathers identified more negative experiences with
emotional support from healthcare staff than positive. In particular, only two fathers briefly
mentioned emotional support nurses tried to provide them at their child’s EOL. This alarming
finding suggests a potentially small and unimpressionable impact nurses made during this time
for fathers. As previously mentioned in Chapter 1, every year nearly 60,000 children between the
ages of 0-19 years old die in America from different conditions and more than 8 million children
require EOL care (Basu, 2013; Gilmer et al., 2012; Leemann et al., 2020). These statistics
indicate there are many grieving and bereaved fathers that may be suffering additional distress
unnecessarily. Opportunities for improvement must be considered. To provide adequate
emotional support to fathers at their child’s EOL, nurses can use past proven supportive and
valuable measures. When supporting fathers at their child’s EOL, nurses can provide emotional
support in the following ways: (a) begin interactions with simple genuine condolences which
acknowledges fathers’ feelings, (b) cry or pray with fathers if appropriate, (c) repeat the dying or
deceased child’s name as a source of comfort, (d) minimize distractions, (e) provide space for
privacy, and (f) verify their safe return home after the loss of their child. In previous studies,
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parents identified ongoing support following the loss of their child as beneficial (Butler et al.,
2019; Lord et al., 2020). Some fathers in this study still struggle with living without their
deceased children. Therefore, nurses must find appropriate ways to continue their supportive
relationships with fathers, either directly or indirectly. Nurses can provide support through means
of bereavement programs, support groups that are only for fathers, and annual remembrance
service programs honoring the deceased child (Mullen et al., 2015). These nursing interventions
should be integrated into nursing practice at children’s EOL to ensure fathers feel supported as
much as possible.
Nursing Education Implications
Revisiting the figural themes in this phenomenological study, fathers experienced their
own versions of going through hell, never ending moments of helplessness, the pressures of
trying to protect their families, and varying levels of emotional support. The emotional weight of
fathers’ experiences should instantly alert healthcare providers of possible emotional and
bereavement needs fathers may have at their child’s EOL. However, healthcare providers may
become hesitant and uncomfortable in their professional practices when approaching fathers due
to the possibility of fathers displaying masculine responses of anger or silence at their child’s
EOL (Khraisat et al.,2017). Although fathers will inevitably pose different communication
challenges for healthcare providers at children’s EOL than mothers due to the masculine ways
men communicate, their unique coping styles, and overall bereavement responses, healthcare
providers must utilize creative approaches and verifiable training to work past the fear of fathers’
responses and emotional and communication barriers men typically present such as being
emotionally tough (Linn et al., 2015; Su & Chen, 2013).
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There are nursing education implications as a result of this study. First, to prevent the
same historical patterns of avoiding fathers’ challenging emotional responses, healthcare
facilities must follow standards of practice such as NHPCO’s (n.d.) standards of practice for
pediatric hospice care and recommendations from professional organizations such as the
American Nurses Association (n.d.) to sufficiently address knowledge gaps in nursing education.
Standard PPC WE 1 addresses the need for healthcare providers to receive “pediatric-specific
orientation, training, mentoring, development opportunities, and continuing education
appropriate to their roles and responsibilities” (NHPCO, n.d., Workforce Excellence section, p.
45). Furthermore, Standard PPC WE 1.2 calls for the minimum requirement of a registered nurse
degree for a managerial position in pediatric hospice programs (NHPCO, n.d.). This singular
requirement speaks enough volume to justify the need for more formal nursing education in
pediatric EOL.
The consistent utilization and adherence to standards for practice, such as those from the
NHPCO (n.d.), is required to create a conducive environment for fathers who experience their
child’s EOL and especially those who experience emotional distress. When following NHPCO’s
(n.d.) standards, nurses can effectively meet and properly approach the taxing demands of
fathers’ experiences and their emotional needs and aid in producing more positive outcomes for
fathers’ experiences at their child’s EOL.
With the increase in training opportunities, pediatric fellowship programs for physicians,
certificate programs, and master’s degree programs seem promising. However, limited training
sites remain (Cancer Commons, 2019). Compounded with the issue of insufficient education,
this can lead to wider knowledge gaps pertaining to fathers’ experiences at their child’s EOL
(Cancer Commons, 2019).
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The increase in formal pediatric EOL nursing and interdisciplinary education is a strong
recommendation and approach nurses and other disciplines can take to enhance understanding of
fathers’ lived experiences. Formal education can thoroughly dissect important learning points
healthcare professionals should know when supporting grieving and bereaved fathers at their
child’s EOL. Without formal education, fathers’ experiences and emotional needs will continue
to go unassessed and unrecognized as independent of mothers’ needs. If additional educational
opportunities regarding proper support for grieving and bereaved fathers are offered in various
learning formats, a community network of healthcare providers can potentially minimize the
struggles, feelings of helplessness, and moments of insufficient emotional support fathers
experience at their child’s EOL. Collaboration among all disciplines is also necessary to aid
fathers during their experiences. Yet, it is the nurse who is on the front line when initiating EOL
discussions with dying patients and their families and spending the most time with patients and
their families at pediatric EOL (Adams et al., 2011; Robert et al., 2012).
Pediatric EOL care guidelines have been developed for pediatric patients and their
families. However, guidelines are inconsistently used and acknowledge in nursing education
settings. Nurse educators must make conscious efforts to incorporate established curriculum into
nursing courses within the didactic and clinical settings. To avoid inconsistent delivery of formal
education on pediatric EOL, the continued lack of nurses’ understandings regarding their roles at
a child’s EOL and generic ineffective patterns of communication with families and especially
fathers, nursing educators must help nursing students and novice nurses understand barriers and
facilitators to effective pediatric EOL care for patients and their families (Montgomery, 2013).
Established curriculum such as the End-of-Life Nursing Education Consortium (ELNEC) include
education on facilitators and barriers to pediatric EOL care along with attention to the following
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areas: (a) communication, (b) cultural considerations, (c) loss, grief, and bereavement, and (d)
care at the time of death (Malloy et al., 2007). Based on this study’s findings, more concentration
in these areas can be beneficial for fathers’ lived experiences. Due to the aggressive pace of
newer nursing programs throughout the U.S. and the need to quickly produce skilled and
competent nurses considering recent shifts in the economy such as the COVID-19 pandemic,
attention and time may not be given to those areas that meet the changing needs of patients
(American Association of Colleges of Nursing, n.d.; Morin, 2014). Hence, pediatric EOL topics
may be avoided and minimally discussed in nursing education settings although recent increasing
statistics of pediatric death continue to speak to the need to adequately address fathers’ unique
needs (Basu, 2013). Because nursing care is continuing to change, usual educational methods in
the clinical setting must also change as “the traditional model of clinical nursing education,
where a faculty member oversees a group of six to eight students can provide a haphazard
approach to learning (Tabish, 2019, p. 2). This level of pediatric EOL care cannot be performed
in a trial and error like manner (O’shea et al., 2015). Furthermore, previous studies have revealed
how nursing students often feel anxious and unprepared due to the lack of clinical experience
with dying pediatric patients, lost on how to communicate with dying pediatric patients and their
families, and confused when trying to translate didactic information on pediatric EOL to the
clinical setting (Cole & Foito, 2019; O’Shea et al., 2015). Therefore, more formal education as a
whole on pediatric EOL is needed.
Health Policy Implications
In addition to conducting more research on this phenomenon of fathers’ lived experiences
at their child’s EOL for greater understanding, the development of relevant pediatric EOL
policies and the increase in program models that fund pediatric hospice programs can emphasize
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the need for serious consideration and attention to this topic (Cancer Commons, 2019). Growing,
yet limited, funding and reimbursement streams for pediatric hospice program models especially
home and community-based models continue to vary from state to state; therefore, access to such
services continue to pose problems and present barriers for dying children and their families
(Cancer Commons, 2019). Furthermore, funding challenges continue to feed into the lack of
depth and breadth of pediatric hospice programs and limited research on fathers’ lived
experiences (Cancer Commons, 2019). Specifically, funding for research is necessary for the
adherence of standards of practice for pediatric hospice care that are evidence based and the
monitoring of adherence to such standards.
To date, NHPCO’s (n.d.) current standards of practice for pediatric palliative and hospice
care address the need for funding and more evidence-based research. The standards only address
a small subset of concepts pertaining to pediatric EOL. These standards aim to “deliver safe,
effective, high quality care for children and their families, enhance the identification of and
response to family needs, improve knowledge, skills, and support for care providers, and identify
unmet needs in care delivery so that organizations may expand their services” (NHPCO, n.d.,
Introduction section, p.1). Each standard pertaining to the dying child’s family primarily consists
of general provisions healthcare professionals must ensure dying children and their families
receive. Standard PPC IA vaguely addresses the need for hospice/ palliative staff and volunteers
to provide care that addresses the “special needs” of dying children utilizing such services and
their families while Standard PPC PFC 3 addresses the need for healthcare professionals to
provide comprehensive anticipatory loss, grief, and bereavement support to dying children and
their families (NHPCO, n.d.). Based on these two standards, the growing focus on families’
needs and attempts to address their needs are evident. However, no standard solely focuses on
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providing adequate care and support to fathers alone or specifies nursing interventions fathers
can benefit from.
Carnegie and Kiger (2009) described the significant impacts politics can have on the
nursing profession from a general standpoint. Within their article, nurse leaders are encouraged
to be advocates, challengers, critical evaluators, resources for policymakers, and well-educated
(Carnegie & Kiger, 2009). Applying their recommendation, serious efforts should be made by
nurse leaders towards the provision of funding for support groups specific to fathers who
experienced their child’s EOL (Sedig et al., 2020).
Provided in fathers’ descriptions, every father experienced the loss of their child
unexpectedly. This finding warrants a closer look into maternal health policies related to the
emergent nature of fathers’ losses in the forms of miscarriages and stillbirths as healthcare
policies must reflect fathers’ needs in conjunction with mothers’ needs. According to the
American College of Obstetricians and Gynecologist’s (ACOG) 2020 position statement, there is
a need for the development of prioritization strategies (ACOG, n.d.). Within their position
statement, the ACOG presented a policy priority focused on obstetrician-gynecologists
(OBGYNs) being advocates for the need to increase funding for women’s health research
(ACOG, n.d.). Since nurses in this area also work closely with expecting mothers and fathers at
children’s EOL, nurses can propel research forward that can also be inclusive of fathers’
experiences as their level of involvement with their child’s EOL and the impact their child’s
EOL has on their psyches is evident in Chapter 4. Hence, attention to their stories must be given
in maternal health research and considered a priority. Presenting more recommendations during
the COVID-19 global pandemic where death is occurring, the ACOG identified the onset of new
symptoms as a prioritization consideration (ACOG, n.d.). Applying this consideration to fathers’
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lived experiences, mothers’ miscarriages and stillbirths required immediate care. As described in
their descriptions, some fathers reported delays in mothers’ care which further contributed to
fathers’ experiences of going through hell and their vivid memories of helplessness. Therefore,
again, OBGYNs and nurses working in this area must make fathers a priority especially during
the early loss of their unborn or stillborn child. Furthermore, the ACOG also identified the
impact on a patient’s well-being as another prioritization consideration (ACOG, n.d.). Mothers’
well-being cannot be fully considered without the complete acknowledgement of fathers’ wellbeing during the loss of a child by miscarriage or stillbirth due to fathers also experiencing the
loss of their children and not solely mothers. As mentioned in Chapter 4, fathers’ well-being
significantly suffered. To adequately support fathers at their child’s EOL, OBGYNs and nurses
should consistently strive to acknowledge fathers and their needs in their daily practices.
Strengths and Limitations
Just as in any research study, strengths and limitations exist. Although this study
consisted of a small sample size, data saturation was still achieved. Additionally, rigor was
maintained throughout the study through use of the following methods: (a) an audit trail of
memo notes, (b) fathers’ thick rich descriptions, (c) the researcher’s reflexive journal, (d) the
researcher’s bracketing interview, (e) peer debriefing with dissertation committee members at
ETSU and the TQPG at the UTK, (f) triangulation of sources, and (g) the examination of
previous research findings. Specifically, the convenient use of Zoom for one-on-one interviews
encouraged thick descriptions from fathers. With nearly every interview lasting at least an hour,
fathers quickly found comfort in sharing their experiences containing rich and significant data
via Zoom with no father declining, opposing, or terminating its use.
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One limitation is fathers’ willingness to talk and share their experiences. Although not
unexpected in phenomenological research, it is noted that recruitment of fathers continues to
pose a challenge for the body of pediatric EOL literature (Nicholas et al., 2020). Additionally,
the COVID-19 global pandemic and the general nature of this phenomenon could have affected
fathers’ interests in participating in one-on-one interviews. Some potential participants may not
have been comfortable using the technology associated with Zoom or may have been hesitant to
share such personal information over the internet. As noted above in one of this study’s
assumptions and Chapter 2, the few findings of fathers’ brief interviews may indicate fathers’
unwillingness to share their stories in their entireties. However, contrary to related literature,
fathers in this study openly shared details of their lived experiences at their child’s EOL and
provided thick, rich descriptions during their interviews. To further illustrate this significant
finding, six out of eight fathers’ interviews lasted at least an hour. Although recruitment and the
amount of participation posed an initial concern for the researcher, fathers’ eagerness to talk did
not ultimately limit this study’s findings.
Other limitations are related to lack of diversity. According to previous literature, authors
frequently reported limited diversity amongst study samples. Therefore, one study assumption
included the study sample’s makeup of African American and Caucasian fathers. Similar to
reports in related literature, this study reported a sample makeup of African American and
Caucasian fathers. To diversify fathers’ ethnicities and ages within the study sample more, the
use of other recruitment platforms such as social media pages would allow a broader reach of
different perspectives and open access to potential study participants (Akard et al., 2015).
Specifically lacking from this phenomenological study are the perspectives of fathers who chose
to opt out for various reasons. While their perspectives may have offered different viewpoints
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from those who chose to participate, an observation of note is the lack of perspective from
fathers with recent experiences (i.e. less than one year old). In agreement with Stevenson et al.
(2017), those newer perspectives remain undiscovered. Fathers who opted to participate
described experiences that began over a year ago. Therefore, this study included perspectives
from fathers with experiences ranging from one year to over 20 years old.
Consistent with the true tenets of phenomenology, one of this study’s inclusion criteria
included any father who experienced their child’s EOL with no strict criteria or restrictions on
the child’s cause of death. No fathers reported chronic illnesses as the cause of their children’s
deaths. This finding is not congruent with related literature that frequently reports chronic
illnesses as the primary cause. Furthermore, this finding does not match the assumption that
fathers would report chronic illnesses as the primary cause of their children’s deaths. For the
majority of fathers, the experiences included miscarriages and stillbirths. Different from those
fathers, only two fathers described experiences with the accidental death of their child. This
finding falls in line with related literature and this study’s fourth assumptions pertaining to the
expectation of few reports of accidental deaths as the cause of their children’s deaths. Adding to
the need for greater diversity amongst the study sample, diverse causes of children’s EOL will
also broaden and deepen understanding of fathers’ experiences (Stevenson et al., 2017).
Furthermore, this single study does not constitute the entire makeup of all fathers’ lived
experiences at their child’s EOL and findings cannot be generalized.
Suggestions for Future Research
In its embryonic phase, this severely under-researched phenomenon deserves a serious
and closer look. Following their one-on-one interviews that lasted at least an hour for most
fathers, fathers’ feedback suggests an urgent need to explore this area more thoroughly with the
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inclusion of additional phenomenological studies describing fathers’ lived experiences.
Specifically, more nursing phenomenological studies grounded in Merleau-Ponty’s philosophy
are necessary to comprehensively address fathers’ perspectives using his tenets and existential
grounds of time, body, relationships with others, world, intentionality, and perception (Thomas,
2005).
Varying perceptions from other groups of fathers such as foster fathers, stepfathers,
adoptive fathers, widowed fathers, single parent fathers, younger fathers, and many ethnic groups
are missing entirely from this study. Research questions regarding their experiences and
unspoken stories remain unexplored. Without deeper qualitative exploration of their
perspectives, many areas in pediatric EOL will continue to be a fundamental mystery for this
underdeveloped phenomenon. Therefore, targeted recruitment of these groups of fathers for
qualitative research studies can provide valuable insight into this immature phenomenon.
While many typically prefer to avoid talks of this emotionally charged phenomenon in
everyday discussions, the reality of its frequent occurrence cannot go unnoticed with at least
60,000 children dying each year (Basu, 2013). Serious research efforts to explore fathers’
experiences separate from mothers can no longer be avoided. Simply put, basic understanding of
fathers’ lived experiences at their child’s EOL is required and desperately needed based on this
statistic alone. While quantitative research on this topic will become valuable data for this body
of literature at some point in the future, the wide knowledge gaps surrounding basic
understanding of general pediatric EOL concepts pertaining to fathers’ experiences must be
addressed first. Based on the historical never-ending battle of conceptual confusion between
palliative care and the EOL alone, the need for more research is clearly justified to strengthen the
knowledge bases of healthcare professionals especially nurses. Once opportunities for basic
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understanding of fathers’ experiences are presented in the literature through additional
qualitative studies, quantitative research should then be considered.
For a broader perspective on fathers’ experiences, future research topics may include the
impact social media has on fathers’ experiences, children’s EOL care at home, and a stronger
focus on accidental deaths as fathers’ stories in this study added different perspectives to the
sample. With the help of more research and greater overall understanding of fathers’
experiences, the creation of formal and informal interventions for fathers that are therapeutic,
realistic and relevant can occur which, in turn, will be beneficial for fathers’ experiences at their
child’s EOL especially during the bereavement period. Furthermore, the current silence of
fathers’ experiences can no longer limit or minimize fathers’ experiences.
Based on this study’s results, healthcare professionals should be aware that fathers may
feel as if they are going through hell at their child’s EOL, completely helpless when unable to
fulfill established masculine roles they place on themselves as well as society, helpless when
unable to fix their circumstances, and helpless when unable to protect their families to their own
level of acceptance. Healthcare providers should also be more aware of the many levels of
emotional support fathers may need at their child’s EOL and during the bereavement period.
These experiences differ greatly from the experiences of mothers. Therefore, future research
should also include studies that are targeted at understanding how health care providers,
including nurses, perceive the experience of pediatric death. Beginning efforts may lead to
further research to include the development and testing of meaningful interventions and
programs that holistically address fathers’ psychological well-being at their child’s EOL and
during the bereavement period following their child’s death.
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Conclusion
As fathers experience their child’s EOL, they may juggle positive aspects of their
experiences such as adequate emotional support with negative and traumatizing aspects. Those
negative aspects fathers may experience can drive them to use maladaptive coping strategies
such as alcohol use or have suicidal thoughts when fulfilling the masculine roles of being strong,
emotionally tough, in control, and fearless at their child’s EOL (Doherty et al., 2009; Proulx et
al., 2016). However, at times like a child’s EOL, men may become emotionally vulnerable and
faced with new uncomfortable realities of the absence of their child’s existence and being unable
to fulfill their fatherly and manly roles. The purpose of this phenomenological study was to
describe the lived experiences of fathers who have experienced their child’s EOL. To the best of
the researcher’s knowledge, this study is the first existential phenomenological study that used
Merleau-Ponty’s philosophy and the existential grounds of time, body, others, intentionality, and
perception to explore fathers’ lived experiences at their child’s EOL from the nursing
perspective. The following four figural themes arose from the study: (a) “I done been through
hell”, (b) “I felt helpless”, (c) “I’m a protector”, and (d) “Who is there to help me?”. Theoretical,
health policy, nursing practice, and nursing education implications along with suggestions for
future research were provided for the purpose of encouraging a positive direction in the provision
of adequate support to fathers and the creation of meaningful nursing interventions for fathers at
their child’s EOL.

191

References
Abdolrahimi, M., Ghiyasvandian, S., Zakerimoghadam, M., & Ebadi, A. (2017). Therapeutic
communication in nursing students: A Walker & Avant concept analysis. Electronic
Physician, 9(8), 4968-4977.
Adams, J. A., Bailey, D. E., Anderson, R. A., & Docherty, S. L. (2011). Nursing roles and
strategies in end-of-life decision making in acute care: A systematic review of the
literature. Nursing Research and Practice, 2011, 1-15.
Aho, A. L., Åstedt‐Kurki, P., Tarkka, M. T., & Kaunonen, M. (2011). Development and
implementation of a bereavement follow‐up intervention for grieving fathers: An action
research. Journal of Clinical Nursing, 20(3‐4), 408-419.
Aho, A. L., Tarkka, M.-T., A˚ stedt-Kurki, P., & Kaunonen, M. (2006). Father’s grief after the
death of a child. Issues in Mental Health Nursing, 27(6), 647–663.
Aho, A. L., Tarkka, M. T., Åstedt-Kurki, P., Sorvari, L., & Kaunonen, M. (2011). Evaluating a
bereavement follow-up intervention for grieving fathers and their experiences of support
after the death of a child—A pilot study. Death Studies, 35(10), 879-904.
Aho A.L, Tarkka M, Kaunonen M. (2008). Fathers' coping strategies after the death of a child.
Hoitotiede, 20(4), 203-215.
Akard, T. F., Gilmer, M. J., Miller, K., Steele, A. C., Hancock, K., Barrera, M., Compas, B.,
Davies, B., Dietrich, M.S., Fairclough, D.L., Hogan, N.S., Vannatta, K., & Gerhardt, C.
A. (2014). Factors affecting recruitment and participation of bereaved parents and
siblings in grief research. Progress in Palliative Care, 22(2), 75-79.
Akard, T. F., Hendricks-Ferguson, V. L., & Gilmer, M. J. (2018). Pediatric palliative care
nursing. Anunals of Palliative Medicine, 8(1), s39-s48.

192

Akard, T. F., Wray, S., & Gilmer, M. (2015). Facebook ads recruit parents of children with
cancer for an online survey of web-based research preferences. Cancer Nursing, 38(2),
155-161.
Alam, R., Barrera, M., D'Agostino, N., Nicholas, D. B., & Schneiderman, G. (2012).
Bereavement experiences of mothers and fathers over time after the death of a child due
to cancer. Death Studies, 36(1), 1-22.
American Academy of Family Physicians. (n.d.). Continuity of care, definition of.
https://www.aafp.org/about/policies/all/definition-care.html
American Academy of Pediatrics. (2017, August 28). AAP recommends open communication,
collaboration with families in discussions about end-of-life care.
https://www.healthychildren.org/English/news/Pages/AAP-Recommends-OpenCommunication-Collaboration-with-Families-in-Discussions-About-End-of-LifeCare.aspx
American Association of Colleges of Nursing. (n.d.). Accelerated programs: The fast track to
careers in nursing. https://www.aacnnursing.org/nursing-education/acceleratedprograms/fast-track
American Nurses Association and American Organization of Nurse Executives. (n.d.).
ANA/AONE principles for collaborative relationships between clinical nurses and nurse
managers.
https://www.nursingworld.org/~4af4f2/globalassets/docs/ana/ethics/principles-ofcollaborative-relationships.pdf
American Nurses Association. (n.d.). Nurses’ roles and responsibilities in providing care and

193

support at the end of life.
https://www.nursingworld.org/~4af078/globalassets/docs/ana/ethics/endoflifepositionstatement.pdf
Anney, V. N. (2014). Ensuring the quality of the findings of qualitative research: Looking at
trustworthiness criteria. Journal of Emerging Trends in Educational Research and Policy
Studies (JETERAPS), 5(2), 272-281.
Arkansas State University. (n.d.). Chapter 1.
http://www.clt.astate.edu/sdrake/Research/chapter_1.htm
Avelin, P., Rådestad, I., Säflund, K., Wredling, R., & Erlandsson, K. (2013). Parental grief and
relationships after the loss of a stillborn baby. Midwifery, 29(6), 668-673.
Balkin, E. M., Wolfe, J., Ziniel, S. I., Lang, P., Thiagarajan, R., Dillis, S., Fynn-Thompson, F., &
Blume, E. D. (2015). Physician and parent perceptions of prognosis and end-of-life
experience in children with advanced heart disease. Journal of Palliative Medicine, 18(4),
318-323.
Barrera, M., Alam, R., D'Agostino, N., Nicholas, D., & Schneiderman, G. (2010). Parental
report of developmental differences in siblings' grieving and coping experiences after
childhood cancer death. Psycho-oncology, 19, s22–s23.
Basu, R. K. (2013). End-of-life care in pediatrics: Ethics, controversies, and optimizing the
quality of death. Pediatric Clinics, 60(3), 725-739.
Baughcum, A. E., Fortney, C. A., Winning, A. M., Shultz, E. L., Keim, M. C., Humphrey, L. M.,
Schlegel, A.B., & Gerhardt, C. A. (2017). Perspectives from bereaved parents on
improving end of life care in the NICU. Clinical Practice in Pediatric Psychology, 5(4),
392-403.

194

Beckstrand, R. L., & Kirchhoff, K. T. (2005). Providing end-of-life care to patients: Critical care
nurses’ perceived obstacles and supportive behaviors. American Journal of Critical Care,
14(5), 395-403.
Beernaert, K., Lövgren, M., Jeppesen, J., Werlauff, U., Rahbek, J., Sejersen, T., & Kreicbergs,
U. (2019). Parents’ experiences of information and decision making in the care of their
child with severe spinal muscular atrophy: A population survey. Journal of Child
Neurology, 34(4), 210-215.
Bengtsson, M. (2016). How to plan and perform a qualitative study using content
analysis. NursingPlus Open, 2, 8-14.
Bergstraesser, E., Inglin, S., Hornung, R., & Landolt, M. A. (2015). Dyadic coping of
parents after the death of a child. Death Studies, 39(3), 128-138.
Berman, S., & Issacs, D. (1984). Pediatric decision making (4th ed.). Mosby.
Biddle, L., Cooper, J., Owen-Smith, A., Klineberg, E., Bennewith, O., Hawton, K., Kapur, N.,
Donovan, J., & Gunnell, D. (2013). Qualitative interviewing with vulnerable populations:
Individuals’ experiences of participating in suicide and self-harm-based research. Journal
of Affective Disorders, 145(3), 356-362.
Birks, M., Chapman, Y., & Francis, K. (2008). Memoing in qualitative research: Probing data
and processes. Journal of Research in Nursing, 13(1), 68-75.
Bitsch, V. (2005). Qualitative research: A grounded theory example and evaluation criteria.
Journal of Agribusiness, 23, 75-91.
Bloomberg, L. D., & Volpe, M. (2012). Completing your qualitative dissertation: A road map
from beginning to end (2nd ed.). Sage.
Blume, E. D., Balkin, E. M., Aiyagari, R., Ziniel, S., Beke, D. M., Thiagarajan, R., Taylor, L.,

195

Thomas, K., Pituch, K., & Wolfe, J. (2014). Parental perspectives on suffering and
quality of life at end-of-life in children with advanced heart disease: An exploratory
study. Pediatric Critical Care Medicine, 15(4), 336-342.
Bowen, G. A. (2009). Supporting a grounded theory with an audit trail: An
illustration. International Journal of Social Research Methodology, 12(4), 305-316.
Boynton, P. M., & Greenhalgh, T. (2004). Selecting, designing, and developing your
questionnaire. BMJ, 328(7451), 1312-1315.
Brien, I. O., Duffy, A., & Shea, E. O. (2010). Medical futility in children’s nursing: Making endof-life decisions. British Journal of Nursing, 19(6), 352-356.
Brink, H. I. (1993). Validity and reliability in qualitative research. Curationis, 16(2), 35-38.
Brody, L. R., & Hall, J. A. (2008). Gender and emotion in context. In M. Lewis, J. M. HavilandJones, & L. F. Barrett (Eds.), Handbook of emotions (pp. 395-408). The Guilford Press.
Brohard, C., & Anderson, C. (2015). An overview of hospice and palliative care. In H.
Martinez, & P. Berry (Eds.), Core curriculum for the hospice and palliative registered
nurse (4th ed., pp. 1-16). Kendall Hunt Publishing Company.
Bureau of Labor Statistics. (2020, September 1). Interpreters and translators.
https://www.bls.gov/ooh/media-and-communication/interpreters-and-translators.htm
Butler, A. E., Copnell, B., & Hall, H. (2019). When a child dies in the PICU: Practice
recommendations from a qualitative study of bereaved parents. Pediatric Critical Care
Medicine| Society of Critical Care Medicine, 20(9), e447-e451.
Butler, A. E., Hall, H., & Copnell, B. (2018). The changing nature of relationships between
parents and healthcare providers when a child dies in the paediatric intensive care
unit. Journal of Advanced Nursing, 74(1), 89-99.

196

Cacciatore, J., DeFrain, J., & Jones, K. L. (2008). When a baby dies: Ambiguity and
stillbirth. Marriage & Family Review, 44(4), 439-454.
Cacciatore, J., DeFrain, J., Jones, K. L., & Jones, H. (2008). Stillbirth and the couple: A genderbased exploration. Journal of Family Social Work, 11(4), 351-372.
Cancer Commons. (2019, October 14). Pediatric palliative care: A specialty comes of age.
https://cancercommons.org/latest-insights/pediatric-palliative-care-a-specialty-comes-ofage/
Carnegie, E. & Kiger, A. (2009). Being and doing politics: An outdated model or 21st century
reality? Journal of Advanced Nursing, 65(9), 1976-1984.
Cassel, C. K., & Field, M. J. (Eds.). (1997). Approaching death: Improving care at the end of
life. National Academies Press.
Catanzaro, M. (1988). Using qualitative analytical techniques. In N. F. Woods, & M. Catanzaro
(Eds.), Nursing: Research theory and practice, (pp. 437–456). The CV Mosby Company.
Centers for Disease Control and Prevention. (2021, September 1). Child health.
http://www.cdc.gov/nchs/fastats/child-health.htm
Centers for Disease Control and Prevention. (2018, July 26). Deaths: Leading causes for 2016.
https://www.cdc.gov/nchs/data/nvsr/nvsr67/nvsr67_06.pdf
Centers for Disease Control and Prevention. (2021, March 2). Infant health.
https://www.cdc.gov/nchs/fastats/infant-health.htm
Chaplin, T. M. (2015). Gender and emotion expression: A developmental contextual
perspective. Emotion Review, 7(1), 14-21.
Children’s Hospital of Philadelphia. (n.d.). Risk and benefit.
https://irb.research.chop.edu/risk-and-benefit

197

Chovan, J.D., Cluxton, D., & Rancour, P. (2015). Principles of patient and family assessment. In
B. Ferrell, N. Coyle, & J. Paice (Eds.), Oxford textbook of palliative nursing (4th ed., pp.
58-80). Oxford University Press.
Chowns, G. (2009). End-of-life care discussions: But not in front of the children?. End of Life
Care, 3(1), 41-47.
Cohen, L., Manion, L., & Morrison, K. (2011). Research methods in education (7th Ed.).
Routledge.
Cole, M. A., & Foito, K. (2019). Pediatric end-of-life simulation: Preparing the future nurse to
care for the needs of the child and family. Journal of Pediatric Nursing, 44, e9-e12.
Contro, N., Davies, B., Larson, J., & Sourkes, B. (2010). Away from home: Experiences of
Mexican American families in pediatric palliative care. Journal of Social Work in End-ofLife & Palliative Care, 6(3-4), 185-204.
Contro, N., Kreicbergs, U., Reichard, W.J., & Sourkes, B.M. (2011). Anticipatory grief and
bereavement. In J. Wolfe, P. Hinds, & B. Sourkes (Eds.), Textbook of interdisciplinary
pediatric palliative care, (pp. 41-54). Elsevier.
Colaizzi, P.F., 1978. Psychological research as the phenomenologist views it. In R. Valle & M.
King (Eds.), Existential-phenomenological alternatives for psychology, (pp.48-71).
Oxford University Press.
Corless, I.B., (2015). Bereavement. In B. Ferrell, N. Coyle, & J. Paice (Eds.), Oxford textbook of
palliative nursing, (pp. 487-499). Oxford University Press.
Cortezzo, D. E., Sanders, M. R., Brownell, E., & Moss, K. (2013). Neonatologists’ perspectives
of palliative and end-of-life care in neonatal intensive care units. Journal of
Perinatology, 33(9), 731-735.

198

Cortezzo, D. E., Sanders, M. R., Brownell, E. A., & Moss, K. (2015). End-of-life care in the
neonatal intensive care unit: Experiences of staff and parents. American Journal of
Perinatology, 32(8), 713-724.
Creswell, J. W. (2007). Qualitative inquiry and research design: Choosing among five
approaches (2nd ed.). Sage.
Creswell, J.W. (2013). Qualitative inquiry & research design: Choosing among five
approaches (3rd ed.). Sage.
Creswell, J. W., & Poth, C. N. (2018). Qualitative inquiry and research design: Choosing among
approaches (4th ed.). Sage.
Currie, E. R., Christian, B. J., Hinds, P. S., Perna, S. J., Robinson, C., Day, S., & Meneses, K.
(2016). Parent perspectives of neonatal intensive care at the end-of-life. Journal of
Pediatric Nursing, 31(5), 478-489.
Currie, E. R., Roche, C., Christian, B. J., Bakitas, M., & Meneses, K. (2016). Recruiting
bereaved parents for research after infant death in the neonatal intensive care
unit. Applied Nursing Research, 32, 281-285.
Darbyshire, P., Cleghorn, A., Downes, M., Elford, J., Gannoni, A., McCullagh, C., & Shute, R.
(2013). Supporting bereaved parents: A phenomenological study of a telephone
intervention programme in a paediatric oncology unit. Journal of Clinical Nursing, 22(34), 540-549.
Davies, B., Contro, N., Larson, J., & Widger, K. (2010). Culturally-sensitive information-sharing
in pediatric palliative care. Pediatrics, 24, e859-e865.
Davison, K. K., Charles, J. N., Khandpur, N., & Nelson, T. J. (2017). Fathers’ perceived reasons

199

for their underrepresentation in child health research and strategies to increase their
involvement. Maternal and Child Health Journal, 21(2), 267-274.
De Clercq, E., Rost, M., Rakic, M., Ansari, M., Brazzola, P., Wangmo, T., & Elger, B. S. (2019).
The conceptual understanding of pediatric palliative care: A Swiss healthcare
perspective. BMC Palliative Care, 18(1), 55.
Delany, C., Xafis, V., Gillam, L., Hughson, J. A., Hynson, J., & Wilkinson, D. (2017). A good
resource for parents, but will clinicians use it?: Evaluation of a resource for paediatric
end-of-life decision making. BMC Palliative Care, 16(1), 1-10.
Denzin, N.K. (1978). Sociological methods. McGraw-Hill.
Denzin, N. K. (2009). The research act: A theoretical introduction to sociological methods (3rd
ed.). Prentice Hall.
De Vos, M. A., Bos, A. P., Plötz, F. B., van Heerde, M., de Graaff, B. M., Tates, K., Truog,
R.D., & Willems, D. L. (2015). Talking with parents about end-of-life decisions for their
children. Pediatrics, 1-12.
Doherty, N., McCusker, C. G., Molloy, B., Mulholland, C., Rooney, N., Craig, B., Sands, A.,
Stewart, M., & Casey, F. (2009). Predictors of psychological functioning in mothers and
fathers of infants born with severe congenital heart disease. Journal of Reproductive and
Infant Psychology, 27(4), 390-400.
Drexel University. (n.d.). 6 barriers to effective communication.
https://drexel.edu/goodwin/professional-studies-blog/overview/2018/July/6-barriers-toeffective-communication/
Dussel, V., Joffe, S., Hilden, J. M., Watterson-Schaeffer, J., Weeks, J. C., & Wolfe, J. (2010).
Considerations about hastening death among parents of children who die of

200

cancer. Archives of Pediatrics & Adolescent Medicine, 164(3), 231-237.
Dyregrov, A., & Matthiesen, S. B. (1987). Similarities and differences in mothers' and fathers'
grief following the death of an infant. Scandinavian Journal of Psychology, 28(1), 1-15.
Eakes, G. G., Burke, M. L., & Hainsworth, M. A. (1998). Middle‐range theory of chronic
sorrow. Image: The Journal of Nursing Scholarship, 30(2), 179-184.
East Tennessee State University. (2018, June 11). Digital research data storage and backup.
https://www.etsu.edu/policies/info-tech/digitaldata.php
East Tennessee State University. (n.d.). Forms & templates.
https://www.etsu.edu/irb/forms.php
Erlandsson, K., Säflund, K., Wredling, R., & Rådestad, I. (2011). Support after stillbirth and its
effect on parental grief over time. Journal of Social Work in End-of-Life & Palliative
Care, 7(2-3), 139-152.
Eskola, K., Bergstraesser, E., Zimmermann, K., & Cignacco, E. (2017). Maintaining family life
balance while facing a child's imminent death—A mixed methods study. Journal of
Advanced Nursing, 73(10), 2462-2472.
Falkenburg, J. L., Tibboel, D., Ganzevoort, R. R., Gischler, S., Hagoort, J., & van Dijk, M.
(2016). Parental physical proximity in end-of-life care in the PICU. Pediatric Critical
Care Medicine, 17(5), e212-e217.
Ferrell, B. R., Coyle, N., & Paice, J. (2014). Oxford textbook of palliative nursing (4th
ed.). Oxford University Press.
Feudtner, C., Carroll, K. W., Hexem, K. R., Silberman, J., Kang, T. I., & Kazak, A. E. (2010).

201

Parental hopeful patterns of thinking, emotions, and pediatric palliative care decision
making: A prospective cohort study. Archives of Pediatrics & Adolescent
Medicine, 164(9), 831-839.
Foster, T. L., Dietrich, M. S., Friedman, D. L., Gordon, J. E., & Gilmer, M. J. (2012). National
survey of children's hospitals on legacy-making activities. Journal of Palliative
Medicine, 15(5), 573-578.
Fox, M., Cacciatore, J., & Lacasse, J. R. (2014). Child death in the United States: Productivity
and the economic burden of parental grief. Death Studies, 38(9), 597-602.
Freyer, D. R. (2004). Care of the dying adolescent: Special considerations. Pediatrics, 113(2),
381-388.
Gilmer, M. J., Foster, T. L., Bell, C. J., Mulder, J., & Carter, B. S. (2012). Parental perceptions
of care of children at end of life. American Journal of Hospice and Palliative
Medicine, 30(1), 53-58.
Giorgi, A. (2009). The descriptive phenomenological method in psychology. Duquesne
University Press.
Glaser, B. G. (1978). Theoretical sensitivity: Advances in the methodology of grounded theory.
The Sociology Press.
Grady, J. S., Her, M., Moreno, G., Perez, C., & Yelinek, J. (2019). Emotions in storybooks: A
comparison of storybooks that represent ethnic and racial groups in the United
States. Psychology of Popular Media Culture, 8(3), 207-217.
Gray, W. N., Szulczewski, L. J., Regan, S. M., Williams, J. A., & Pai, A. L. (2014). Cultural
influences in pediatric cancer: From diagnosis to cure/end of life. Journal of Pediatric
Oncology Nursing, 31(5), 252-271.

202

Grégoire, M. C., & Frager, G. (2006). Ensuring pain relief for children at the end of life. Pain
Research and Management, 11(3), 163-171.
Grossberg, R. I., Blackford, M., Friebert, S., Benore, E., & Reed, M. D. (2013). Direct care staff
and parents'/legal guardians' perspectives on end-of-life care in a long-term care facility
for medically fragile and intellectually disabled pediatric and young adult
residents. Palliative & Supportive Care, 11(4), 307-314.
Guba, E.C. (1990). The alternative paradigm dialogue. In E.C. Guba (Ed.), In the paradigm
dialogue (pp. 17-30). Sage.
Gurková, E., Andraščíková, I., & Čáp, J. (2015). Parents' experience with a dying child with
cancer in palliative care. Central European Journal of Nursing and Midwifery, 6(1), 201208.
Harper, M., O’Connor, R. C., & O’Carroll, R. E. (2015). The relative importance of avoidance
and restoration-oriented stressors for grief and depression in bereaved
parents. Psychology, Health & Medicine, 20(8), 906-915.
Hebert, K., Moore, H., & Rooney, J. (2011). The nurse advocate in end-of-life care. The Ochsner
Journal, 11(4), 325-329.
Hinds, P. S., Drew, D., Oakes, L. L., Fouladi, M., Spunt, S. L., Church, C., & Furman, W. L.
(2005). End-of-life care preferences of pediatric patients with cancer. Journal of Clinical
Oncology, 23(36), 9146-9154.
Hinds, P. S., Menard, J. C., & Jacobs, S. S. (2012). The child's voice in pediatric palliative and
end-of-life care. Progress in Palliative Care, 20(6), 337-342.
Hinds, P. S., Oakes, L. L., Hicks, J., Powell, B., Srivastava, D. K., Spunt, S. L., Harper, J.,

203

Baker, J.N., West, N.K., & Furman, W. L. (2009). “Trying to be a good parent” as
defined by interviews with parents who made phase I, terminal care, and resuscitation
decisions for their children. Journal of Clinical Oncology, 27(35), 5979-5985.
Hobson, L., & Noyes, J. (2011). Fatherhood and children with complex healthcare needs:
Qualitative study of fathering, caring and parenting. BMC Nursing, 10(5), 1-13.
Hochschild, A.R. (1975). The sociology of feeling and emotion: Selected possibilities. In M.
Millman, & R.M. Kantor (Eds.), Feminist perspectives on social life and social science,
(pp.208-307). Anchor Books.
Hoover, S. M., Bratton, S. L., Roach, E., & Olson, L. M. (2014). Parental experiences and
recommendations in donation after circulatory determination of death. Pediatric Critical
Care Medicine, 15(2), 105-111.
Howe, S. (2013, June 14). Pediatric palliative care: What are the child’s best
interests?. Boston’s Children’s Hospital.
https://vector.childrenshospital.org/2013/06/pediatric-palliative-care-what-are-the-childsbest-interests/
Hui, D., Nooruddin, Z., Didwaniya, N., Dev, R., De La Cruz, M., Kim, S. H., Kwon, J.H.,
Hutchins, R., Liem, C., & Bruera, E. (2014). Concepts and definitions for “actively
dying,” “end of life,” “terminally ill,” “terminal care,” and “transition of care”: A
systematic review. Journal of Pain and Symptom Management, 47(1), 77-89.
Hunt, S., & Greeff, A. P. (2011). Parental bereavement: A panoramic view. OMEGA—Journal
of Death and Dying, 64(1), 41–63.
Institute for Patient- and Family-Centered Care. (n.d.). Mission/vision.
http://www.ipfcc.org/about/mission.html

204

Jamshed, S. (2014). Qualitative research method-interviewing and observation. Journal of Basic
and Clinical Pharmacy, 5(4), 87-88.
Jaramillo, S., & Hui, D. (2016). End-of-life care for undocumented immigrants with advanced
cancer: Documenting the undocumented. Journal of Pain and Symptom
Management, 51(4), 784-788.
Jones, B. L., Contro, N., & Koch, K. D. (2014). The duty of the physician to care for the family
in pediatric palliative care: Context, communication, and caring. Pediatrics, 133
(Supplement 1), s8-s15.
Jones, B.L., Gilmer, M.J., Parker-Raley, J., Dokken, D.L., Freyer, D.R., & Sydnor-Greenberg, N.
(2011). Parent and sibling relationships and the family experience. In J. Wolfe, P. Hinds,
& B. Sourkes (Eds.), Textbook of interdisciplinary pediatric palliative care, (pp. 135147). Elsevier.
Karapetyan, L., Dawani, O., & Laird-Fick, H. S. (2018). End-of-life care for an undocumented
Mexican immigrant: Resident perspective. Journal of Palliative Care, 33(2), 63-64.
Kars, M. C., Grypdonck, M. H., de Bock, L. C., & van Delden, J. J. (2015). The parents’ ability
to attend to the “voice of their child” with incurable cancer during the palliative
phase. Health Psychology, 34(4), 446-452.
Kars, M. C., Grypdonck, M. H., & Van Delden, J. J. (2011). Being a parent of a child with
cancer throughout the end-of-life course. Oncology Nursing Forum, 38(4), e260-e271.
Kaye, E. C., Rubenstein, J., Levine, D., Baker, J. N., Dabbs, D., & Friebert, S. E. (2015).
Pediatric palliative care in the community. CA: A Cancer Journal for Clinicians, 65(4),
315-333.
Keeley, M. P. (2016). Family communication at the end of life. Journal of Family

205

Communication, 16(3), 189-197.
Khraisat, O. M., Alakour, N. A., & O’Neill, T. M. (2017). Pediatric end-of-life care barriers and
facilitators: Perception of nursing professionals in Jordan. Indian Journal of Palliative
Care, 23(2), 199-206.
King, N. M. (2000). Defining and describing benefit appropriately in clinical trials. The Journal
of Law, Medicine & Ethics, 28(4), 332-343.
Kintzel, P. E., Chase, S. L., Thomas, W., Vancamp, D. M., & Clements, E. A. (2009).
Anticholinergic medications for managing noisy respirations in adult hospice
patients. American Journal of Health-System Pharmacy, 66(5), 458-464.
Koehn, M. L. (2000). Alternative and complementary therapies for labor and birth: An
application of Kolcaba's theory of holistic comfort. Holistic Nursing Practice, 15(1), 6677.
Kolcaba, K. Y. (1994). A theory of holistic comfort for nursing. Journal of Advanced
Nursing, 19(6), 1178-1184.
Kolcaba, K., & Dimarco, K. K. (2005). Comfort theory and its application to pediatric
nursing. Pediatric Nursing, 31(3), 187-194.
Krausz, A.L. (2014). Pediatric end-of-life Care: Staff nurses’ perception of support received
from nursing management (Publication No. 1565136). [Master’s thesis, Bradley
University]. ProQuest Dissertations and Theses database.
Kreicbergs, U. C., Lannen, P., Onelov, E., & Wolfe, J. (2007). Parental grief after losing a child
to cancer: Impact of professional and social support on long-term outcomes. Journal of
Clinical Oncology, 25(22), 3307-3312.
Kübler-Ross, E. (1969). On death and dying. Scribner.

206

Latha, S. M., Scott, J. X., Kumar, S., Kumar, S. M., Subramanian, L., & Rajendran, A. (2016).
Parent's perspectives on the end-of-life care of their child with cancer: Indian
perspective. Indian Journal of Palliative Care, 22(3), 317-325.
Leemann, T., Bergstraesser, E., Cignacco, E., & Zimmermann, K. (2020). Differing needs of
mothers and fathers during their child’s end-of-life care: Secondary analysis of the
“Paediatric end-of-life care needs”(PELICAN) study. BMC Palliative Care, 19(1), 1-9.
Levetown, M. (2008). Communicating with children and families: From everyday interactions to
skill in conveying distressing information. Pediatrics, 121(5), e1441-e1460.
Li, D. (2004). Trustworthiness of think‐aloud protocols in the study of translation processes.
International Journal of Applied Linguistics, 14(3), 301-313.
Li, J., Laursen, T. M., Precht, D. H., Laca, J., & Mortensen, P. B. (2005). Hospitalization for
mental illness among parents after the death of a child. New England Journal of
Medicine, 352(12), 1190-1196.
Li, J., Precht, D. H., Mortensen, P. B., & Olsen, J. (2003). Mortality in parents after death of a
child in Denmark: A nationwide follow-up study. The Lancet, 361(9355), 363-367.
Lichtenthal, W. G., Sweeney, C. R., Roberts, K. E., Corner, G. W., Donovan, L. A., Prigerson,
H. G., & Wiener, L. (2015). Bereavement follow‐up after the death of a child as a
standard of care in pediatric oncology. Pediatric Blood & Cancer, 62(S5), s834-s869.
Limbo, R., & Davies, B. (2015). Grief and bereavement in pediatric palliative care. In B. Ferrell,
N. Coyle, & J. Paice (Eds.), Oxford textbook of palliative nursing (4th ed., pp. 925-939).
Oxford University Press.
Lincoln, YS. & Guba, EG. (1985). Naturalistic Inquiry. Sage.
Linn, J. G., Wilson, D. R., & Fako, T. T. (2015). Historical role of the father: Implications for

207

childbirth education. International Journal of Childbirth Education, 30(1), 12-18.
Livingston, G. (2013). The rise of single fathers: A ninefold increase since 1960. Pew Research
Center.
Longden, J. V. (2011). Parental perceptions of end‐of‐life care on paediatric intensive care units:
A literature review. Nursing in Critical Care, 16(3), 131-139.
Lord, S., Moore, C., Beatty, M., Cohen, E., Rapoport, A., Hellmann, J., Netten, K., Amin, R., &
Orkin, J. (2020). Assessment of bereaved caregiver experiences of advance care planning
for children with medical complexity. JAMA Network Open, 3(7), e2010337-e2010337.
Lövgren, M., Sejersen, T., & Kreicbergs, U. (2016). Parents' experiences and wishes at end of
life in children with spinal muscular atrophy types I and II. The Journal of
Pediatrics, 175, 201-205.
Lyons, E., & Coyle, A. (2007). Analysing qualitative data in psychology: Interpretative
phenomenological analysis. Sage Research Methods Online. 1-21.
Macdonald, M. E., Chilibeck, G., Affleck, W., & Cadell, S. (2010). Gender imbalance in
pediatric palliative care research samples. Palliative Medicine, 24(4), 435-444.
Mack, L. (2010). The philosophical underpinnings of educational research. Polyglossia, 19, 5-11.
Mack, J. W., Hilden, J. M., Watterson, J., Moore, C., Turner, B., Grier, H. E., Weeks, J.C., &
Wolfe, J. (2005). Parent and physician perspectives on quality of care at the end of life in
children with cancer. Journal of Clinical Oncology, 23(36), 9155-9161.
Macnee, L. C., & McCabe, S. (2008). Understanding nursing research: Using research
evidence-based practice. Lippincott Williams &Wilkins.
Malloy, P., Sumner, E., Virani, R., & Ferrell, B. (2007). End-of-life nursing education

208

consortium for pediatric palliative care (ELNEC-PPC). MCN: The American Journal of
Maternal/Child Nursing, 32(5), 298-302.
Malterud, K. (2001). Qualitative research: Standards, challenges, and guidelines. The
Lancet, 358(9280), 483-488.
Manti, S., & Licari, A. (2018). How to obtain informed consent for research. Breathe, 14(2),
145-152.
Marsac, M. L., Kindler, C., Weiss, D., & Ragsdale, L. (2018). Let's talk about it: Supporting
family communication during end-of-life care of pediatric patients. Journal of Palliative
Medicine, 21(6), 862-878.
Matziou, V., Boutopoulou, B., Chrysostomou, A., Vlachioti, E., Mantziou, T., & Petsios, K.
(2011). Parents' satisfaction concerning their child's hospital care. Japan Journal of
Nursing Science, 8(2), 163-173.
Maurer, S. H., Hinds, P. S., Spunt, S. L., Furman, W. L., Kane, J. R., & Baker, J. N. (2010).
Decision making by parents of children with incurable cancer who opt for enrollment on
a phase I trial compared with choosing a do not resuscitate/terminal care option. Journal
of Clinical Oncology, 28(20), 3292-3298.
McConnell, T., & Porter, S. (2017). The experience of providing end of life care at a children’s
hospice: A qualitative study. BMC Palliative Care, 16(1), 1-6.
McCurry, A. H., & Thomas, S. P. (2002). Spouses’ experiences in heart transplantation. Western
Journal of Nursing Research, 24(2), 180-194.
McGraw, S. A., Truog, R. D., Solomon, M. Z., Cohen-Bearak, A., Sellers, D. E., & Meyer, E. C.
(2012). “I was able to still be her mom”: Parenting at end of life in the PICU. Pediatric

209

Critical Care Medicine: A Journal of the Society of Critical Care Medicine and the
World Federation of Pediatric Intensive and Critical Care Societies, 13(6), e350-e356.
McNarry, G., Allen-Collinson, J., & Evans, A. B. (2019). Reflexivity and bracketing in
sociological phenomenological research: Researching the competitive swimming
lifeworld. Qualitative Research in Sport, Exercise and Health, 11(1), 138-151.
Meert, K. L., Templin, T. N., Michelson, K. N., Morrison, W. E., Hackbarth, R., Custer, J. R.,
Schim, S.M., Briller, S.H., & Thurston, C. S. (2012). The bereaved parent needs
assessment: A new instrument to assess the needs of parents whose children died in the
pediatric intensive care unit. Critical Care Medicine, 40(11).
Mekelenkamp, H., Lankester, A. C., Bierings, M. B., Smiers, F. J., de Vries, M. C., & Kars, M.
C. (2020). Parental experiences in end‐of‐life decision‐making in allogeneic pediatric
stem cell transplantation: “Have I been a good parent?”. Pediatric Blood &
Cancer, 67(5), 1-8.
Merleau-Ponty, M. (1962). The phenomenology of perception (C. Smith, Trans.).
Routledge Kegan Paul. (Original work published 1945).
MGH Institute of Health Professions. (n.d.). Principles and recommended standards for cultural
comptenence education of health care professionals.
https://www.mghihp.edu/sites/default/files/aboutus/diversity/principles_standards_cultural_competence.pdf
Michelson, K. N., Patel, R., Haber-Barker, N., Emanuel, L., & Frader, J. (2013). End-of-life care
decisions in the pediatric intensive care unit: Roles professionals play. Pediatric Critical
Care Medicine: A Journal of the Society of Critical Care Medicine and the World
Federation of Pediatric Intensive and Critical Care Societies, 14(1), e34-e44.

210

Migration Policy Institute. (2016, November 11). Language diversity and English proficiency in
The United States.
https://www.migrationpolicy.org/article/language-diversity-and-english-proficiencyunited-states
Miles, M.B. & Huberman, A.M. (1994). Qualitative data analysis (2nd ed.). Sage.
Miles, M.B, Huberman, A.M., & Saldana, J. (2014). Qualitative data analysis: A methods
sourcebook (3rd ed.). Sage.
Minichiello, V., Aroni, R., Timewell, E., & Alexander, L. (1990). In-depth interviewing:
Researching people. Longman Cheshire Pty Limited.
Mitchell, G. J., & Cody, W. K. (1992). Nursing knowledge and human science: Ontological and
epistemological considerations. Nursing Science Quarterly, 5(2), 54-61.
Mitchell, S., Spry, J. L., Hill, E., Coad, J., Dale, J., & Plunkett, A. (2019). Parental experiences
of end of life care decision-making for children with life-limiting conditions in the
paediatric intensive care unit: A qualitative interview study. BMJ Open, 9(5), 1-10.
Monterosso, L., & Kristjanson, L. J. (2008). Supportive and palliative care needs of families of
children who die from cancer: An Australian study. Palliative Medicine, 22(1), 59-69.
Moon, K., Brewer, T. D., Januchowski-Hartley, S. R., Adams, V. M., & Blackman, D. A. (2016).
A guideline to improve qualitative social science publishing in ecology and conservation
journals. Ecology and Society, 21(3): 7.
Montgomery, K. (2013). Communication during palliative care and end of life: Perceptions
of experienced pediatric oncology nurses [Doctoral dissertation, The University of
Wisconsin-Milwaukee]. University of Wisconsin Milwaukee Digital Commons.
https://dc.uwm.edu/cgi/viewcontent.cgi?article=1443&context=etd

211

Monti, E. J. & Tingen, M. S. (1999). Multiple paradigms of nursing science. Advances Nursing
Science, 21(4), 64-80.
Morgan, D. (2009). Caring for dying children: Assessing the needs of the pediatric palliative care
nurse. Pediatric Nursing, 35(2), 86-90.
Morin, K. H. (2014). Nursing education: The past, present and future. Journal of Health
Specialties, 2(4), 136-141.
Morris, S., Fletcher, K., & Goldstein, R. (2019). The grief of parents after the death of a young
child. Journal of Clinical Psychology in Medical Settings, 26(3), 321-338.
Morse, J. M., Barrett, M., Mayan, M., Olson, K., & Spiers, J. (2002). Verification strategies for
establishing reliability and validity in qualitative research. International Journal of
Qualitative Methods, 1(2), 13-22.
Morse, J.M., Mitcham, C., Hupcey, J.E., & Lenz, E.R. (1996). Criteria for concept evaluation.
Journal of Advanced Nursing, 24, 385-390.
Mullen, J. E., Reynolds, M. R., & Larson, J. S. (2015). Caring for pediatric patients’ families at
the child’s end of life. Critical Care Nurse, 35(6), 46-56.
National Hospice and Palliative Care Organization. (n.d.). History of hospice.
https://www.nhpco.org/hospice-care-overview/history-of-hospice/
National Hospice and Palliative Care Organization. (n.d.). NHPCO’s facts and
figures: Pediatric palliative & hospice care in America. https://www.nhpco.org/wpcontent/uploads/2019/04/Pediatric_Facts-Figures-1.pdf
National Hospice and Palliative Care Organization. (n.d.). Standards of practice for pediatric
palliative care: Professional development and resource series.
https://www.nhpco.org/wp-content/uploads/2019/07/Pediatric_Standards.pdf

212

Nelson, H., Mott, S., Kleinman, M. E., & Goldstein, R. D. (2015). Parents' experiences of
pediatric palliative transports: A qualitative case series. Journal of Pain and Symptom
Management, 50(3), 375-380.
Neubauer, K., Williams, E. P., Donohue, P. K., Weiss, E. M., Lewis-Newby, M., & Boss, R. D.
(2020). Diagnosis to death: Family experiences of paediatric heart disease. Cardiology in
the Young, 30(11), 1672-1678.
Nicholas, D. B., Beaune, L., Barrera, M., Blumberg, J., & Belletrutti, M. (2016). Examining the
experiences of fathers of children with a life-limiting illness. Journal of Social Work in
End-of-Life & Palliative Care, 12(1-2), 126-144.
Nicholas, D., Beaune, L., Belletrutti, M., Blumberg, J., Ing, S., Rapoport, A., & Barrera, M.
(2020). Engaging fathers in pediatric palliative care research. Journal of Social Work in
End-of-Life & Palliative Care, 16(1), 42-56.
Norbeck, J. S. (1987). In defense of empiricism. Image: The Journal of Nursing
Scholarship, 19(1), 28-30.
Ohio State University. (n.d.). Overcoming barriers to communication.
https://aede.osu.edu/sites/aede/files/publication_files/Overcoming%20Barriers%20to%20
Communication.pdf
Omery, A. & Mack, C. (1995). Phenomenology and science. In A. Omery et al., (Eds.), In
search of nursing (pp. 139-158). Sage.
Oregon Health & Science University. (n.d.). Barriers to effective communication.
https://www.ohsu.edu/school-of-medicine/mentoring/barriers-effective-communication
O'Shea, E. R., Campbell, S. H., Engler, A. J., Beauregard, R., Chamberlin, E. C., & Currie, L. M.

213

(2015). Effectiveness of a perinatal and pediatric end-of-Life nursing education
consortium (ELNEC) curricula integration. Nurse Education Today, 35(6), 765-770.
Palinkas, L. A., Horwitz, S. M., Green, C. A., Wisdom, J. P., Duan, N., & Hoagwood, K. (2015).
Purposeful sampling for qualitative data collection and analysis in mixed method
implementation research. Administration and Policy in Mental Health and Mental Health
Services Research, 42(5), 533-544.
Panter‐Brick, C., Burgess, A., Eggerman, M., McAllister, F., Pruett, K., & Leckman, J. F.
(2014). Practitioner review: Engaging fathers–recommendations for a game change in
parenting interventions based on a systematic review of the global evidence. Journal of
Child Psychology and Psychiatry, 55(11), 1187-1212.
Papathanasiou, I., Sklavou, M., & Kourkouta, L. (2013). Holistic nursing care: Theories and
perspectives. American Journal of Nursing Science, 2(1), 1-5.
Parahoo, K. (2006). Nursing research: Principles, process and issues (2nd ed.).
Palgrave Macmillan.
Pew Research Center. (2013, March 14). Modern parenthood: Roles of moms and dads converge
as they balance work and family. http://genderedinnovations.taiwangist.net/institutions/Modern%20Parenthood%20_%20Pew%20Social%20%26%20Demo
graphic%20Trends.pdf
Patton, M. Q. (1999). Enhancing the quality and credibility of qualitative analysis. Health
Services Research, 34(5 Pt 2), 1189-1208.
Polit, D., F. C. T. Beck, and B. P. Hungler. 2006. Essentials of nursing research: Methods,
appraisal, and utilization. Lippincott.
Pollio, H. R., Henley, T. B., & Thompson, C. J. (1997). The phenomenology of

214

everyday life: Empirical investigations of human experience. Cambridge University
Press.
Potter, P. A., & Perry, A. G. (2017). Fundamentals of nursing (9th ed.). Elsevier.
Princeton University. (n.d.). Best practices for data analysis of confidential data.
https://ria.princeton.edu/human-research-protection/data/best-practices-for-data-a
Proulx, M. C., Martinez, A. M., Carnevale, F., & Legault, A. (2016). Fathers’ experience after
the death of their child (Aged 1–17 Years). OMEGA-Journal of Death and Dying, 73(4),
308-325.
Rapoport, A., Shaheed, J., Newman, C., Rugg, M., & Steele, R. (2013). Parental perceptions of
forgoing artificial nutrition and hydration during end-of-life care. Pediatrics, 131(5), 861869.
Resnik, D. B. (2015). Bioethical issues in providing financial incentives to research
participants. Medicolegal and Bioethics, 5, 35-41.
Richards, L., & Morse, J. (2013). Read me first for a user’s guide to qualitative method.
(3rd ed.). Sage.
Robert, R., Zhukovsky, D. S., Mauricio, R., Gilmore, K., Morrison, S., & Palos, G. R. (2012).
Bereaved parents' perspectives on pediatric palliative care. Journal of Social Work in
End-of-Life & Palliative Care, 8(4), 316-338.
Rosengarten, L., & Carr, E. (2020). End-of-life care in paediatrics. British Journal of
Nursing, 29(19), 1114-1117.
Rostami, F., Hassan, S. T. S., Yaghmai, F., Ismaeil, S. B., & Suandi, T. B. (2015). Effects of
family-centered care on the satisfaction of parents of children hospitalized in pediatric
wards in a pediatric ward in Chaloos in 2012. Electronic Physician, 7(2), 1078- 1084.

215

Ruland, C. M., & Moore, S. M. (1998). Theory construction based on standards of care: A
proposed theory of the peaceful end of life. Nursing Outlook, 46(4), 169-175.
Ryerson, M. S. (1977). Death education and counseling for children. Elementary School
Guidance and Counseling, 11(3), 147-173.
Sandelowski, M. 1986. The problem of rigor in qualitative research. Advances in Nursing
Science, 8(3) 27-37.
Santoro, J. D., & Bennett, M. (2018). Ethics of end of life decisions in pediatrics: A narrative
review of the roles of caregivers, shared decision-making, and patient centered
values. Behavioral Sciences, 8(5), 42.
Saunders, C. (1959). Care of the dying-5: The nursing of patients dying of cancer. Nursing
Times, 1091-1092.
Savin-Baden, M. (2004). Achieving reflexivity: Moving researchers from analysis to
interpretation in collaborative inquiry. Journal of Social Work Practice, 18(3), 365-378.
Sedig, L. K., Spruit, J. L., Paul, T. K., Cousino, M. K., McCaffery, H., Pituch, K., & Hutchinson,
R. (2020). Supporting pediatric patients and their families at the end of life: Perspectives
from bereaved parents. American Journal of Hospice and Palliative Medicine, 37(12),
1009-1015.
Sedig, L. K., Spruit, J. L., Paul, T. K., Cousino, M. K., Pituch, K., & Hutchinson, R. (2020).
Experiences at the end of life from the perspective of bereaved parents: Results of a
qualitative focus group study. American Journal of Hospice and Palliative
Medicine, 37(6), 424-432.
Seidman, I. (2006). Interviewing as qualitative research: A guide for researchers in education
and the social sciences (3rd ed.). Teachers College Press.

216

Sheldon, K. M., & Cooper, M. L. (2008). Goal striving within agentic and communal roles:
Separate but functionally similar pathways to enhanced well-being. Journal of
Personality, 76, 415–447.
Shelkowitz, E., Vessella, S. L., O’Reilly, P., Tucker, R., & Lechner, B. E. (2015). Counseling for
personal care options at neonatal end of life: A quantitative and qualitative parent
survey. BMC Palliative Care, 14(1), 1-11.
Shenton, A. K. (2004). Strategies for ensuring trustworthiness in qualitative research projects.
Education for Information, 22(2), 63-75.
Snaman, J. M., Kaye, E. C., Torres, C., Gibson, D. V., & Baker, J. N. (2016). Helping parents
live with the hole in their heart: The role of health care providers and institutions in the
bereaved parents' grief journeys. Cancer, 122(17), 2757-2765.
Smith, A. K., Sudore, R. L., & Pérez-Stable, E. J. (2009). Palliative care for Latino patients and
their families: Whenever we prayed, she wept. Jama, 301(10), 1047-1057.
Sohn, B. K., Thomas, S. P., Greenberg, K. H., & Pollio, H. R. (2017). Hearing the voices of
students and teachers: A phenomenological approach to educational research. Qualitative
Research in Education, 6(2), 121-148.
South Hadley Public Schools. (n.d.). The five stages of grief.
https://www.southhadleyschools.org/cms/lib/MA02202349/Centricity/Domain/3345/Five
%20Stages%20Of%20Grief%20-%20Understanding%20the%20KublerRoss%20Model.pdf
Steinhauser, K. E., & Barroso, J. (2009). Using qualitative methods to explore key questions in
palliative care. Journal of Palliative Medicine, 12(8), 725-730.
Stevenson, M., Achille, M., Liben, S., Proulx, M. C., Humbert, N., Petti, A., Macdonald, M.E.,

217

& Cohen, S. R. (2017). Understanding how bereaved parents cope with their grief to
inform the services provided to them. Qualitative Health Research, 27(5), 649-664.
Stone, D., Patton, B., & Heen, S. (2010). Difficult conversations: How to discuss what matters.
Penguin Group.
Stroebe, M. (1998). New directions in bereavement research: Exploration of gender differences.
Palliative Medicine, 12, 5–12.
Su, Y. T., & Chen, F. H. (2013). Paternal grief and nursing care in perinatal deaths. Hu Li Za
Zhi, 60(6), 90-95.
Supiano, K. P., Lentz, J.C., & Sumser, B. (2015). Care of the family. In H. Martinez, & P.
Berry (Eds.), Core curriculum for the hospice and palliative registered nurse (4th ed., pp.
1-16). Kendall Hunt Publishing Company.
Sutton, J., & Austin, Z. (2015). Qualitative research: Data collection, analysis, and
management. The Canadian Journal of Hospital Pharmacy, 68(3), 226-231.
Tabish, S.A. (2019). Shaping the future of nursing education & practice in the twenty-first
century. Global Journal for Research Analysis, 8(8), 1-4.
Tan, J. S., Docherty, S. L., Barfield, R., & Brandon, D. H. (2012). Addressing parental
bereavement support needs at the end of life for infants with complex chronic
conditions. Journal of Palliative Medicine, 15(5), 579-584.
Taylor, B. (2012). We must give children a voice in advance care planning. BMJ, 345(7868), 33.
The American College of Obstetricians and Gynecologists. (n.d.). Policy priorities: Women’s
health research. https://www.acog.org/advocacy/policy-priorities/womens-healthresearch
The American College of Obstetricians and Gynecologists. (n.d.). Resumption of comprehensive

218

women’s health care policies and processes: Position statement.
https://www.acog.org/clinical-information/policy-and-position-statements/positionstatements/2020/resumption-of-comprehensive-womens-health-care-policies-andprocesses
The Joint Commission. (n.d.). Advancing effective communication, cultural competence, and
patient- and family-centered care: A roadmap for hospitals.
https://www.jointcommission.org/assets/1/6/ARoadmapforHospitalsfinalversion727.pdf
The National Consensus Project for Quality Palliative Care. (2013). Clinical practice guidelines
for quality palliative care (3rd ed.). Hospice and Palliative Nurses Association.
The Nemours Foundation. (n.d.). Palliative care.
https://kidshealth.org/en/parents/palliative-care.html
The Regents of the University of California. (n.d.). Assessing risks and benefits.
https://www.research.uci.edu/compliance/human-research-protections/irbmembers/assessing-risks-and-benefits.html
The Regents of the University of California. (n.d.). Subject selection, recruitment, and
compensation. https://research.uci.edu/compliance/human-research-protections/irbmembers/subject-select-recruit-comp.html
The University of California, Los Angeles. (2016, June 9). Guidance and procedure: Payment
for participation in research.
http://ora.research.ucla.edu/OHRPP/Documents/Policy/10/Subject_Payment.pdf
The University of California, Los Angeles. (2019, February 26). Guidance and procedure:
Recruitment and screening methods and materials.
http://ora.research.ucla.edu/OHRPP/Documents/Policy/5/Recruitment.pdf

219

Thienprayoon, R., Marks, E., Funes, M., Martinez-Puente, L. M., Winick, N., & Lee, S. C.
(2016). Perceptions of the pediatric hospice experience among English-and Spanishspeaking families. Journal of Palliative Medicine, 19(1), 30-41.
Thomas, S. P. (2005). Through the lens of Merleau‐Ponty: Advancing the phenomenological
approach to nursing research. Nursing Philosophy, 6(1), 63-76.
Thomas, S. P., & Pollio, H. R. (2002). Listening to patients: A phenomenological approach to
nursing research and practice. Springer Publishing Company.
Thomas, S., Smucker, C., & Droppleman, P. (1998). It hurts most around the heart: A
phenomenological exploration of women’s anger. Journal of Advanced Nursing, 28(2),
311-322.
Tobin, G. A., & Begley, C. M. (2004). Methodological rigour within a qualitative framework.
Journal of Advanced Nursing, 48(4), 388-396.
Transcultural Nursing Society. (2021, March 5). Transcultural nursing: Advancing culture care
worldwide. https://tcns.org/
Tufford, L., & Newman, P. (2012). Bracketing in qualitative research. Qualitative Social Work,
11(1), 80-96.
Tung, B. (2020, October 6). Health interpreters in short supply as health insurance coverage
increases. Center for Health Reporting.
http://centerforhealthreporting.org/article/medical-interpreters-short-supply-healthcoverage-grows
Ullrich, C. K., Dussel, V., Hilden, J. M., Sheaffer, J. W., Lehmann, L., & Wolfe, J. (2010). Endof-life experience of children undergoing stem cell transplantation for malignancy: Parent
and provider perspectives and patterns of care. Blood, 115, 3879-3885.

220

Ulrich, C. M., Mooney-Doyle, K., & Grady, C. (2018). Communicating with pediatric families at
end-of-life is not a fantasy. The American Journal of Bioethics, 18(1), 14-16.
United States Census Bureau. (n.d.). Projections of the size and composition of the U.S.
population: 2014 to 2060.
https://www.census.gov/content/dam/Census/library/publications/2015/demo/p251143.pdf
United States Census Bureau. (2019, September 10). Children’s public health insurance
coverage lower than in 2017. https://www.census.gov/library/stories/2019/09/uninsuredrate-for-children-in-2018.html
University of Delaware. (n.d.). Data storage & retention-Guidance on human subjects research
data. http://www1.udel.edu/research/preparing/datastorage.html
University of Minnesota. (n.d.). 12.4 Communication barriers.
https://open.lib.umn.edu/principlesmanagement/chapter/12-4-communication-barriers/
University of Pittsburgh. (2014, April 1). Model script for telephone screening.
https://www.irb.pitt.edu/sites/default/files/telephonescreening_script_4.1.2014.pdf
Verberne, L. M., Kars, M. C., Schouten-van Meeteren, A. Y., van den Bergh, E. M., Bosman, D.
K., Colenbrander, D. A., Grootenhuis, M.A., & van Delden, J. J. (2019). Parental
experiences and coping strategies when caring for a child receiving paediatric palliative
care: A qualitative study. European Journal of Pediatrics, 178, 1075-1085.
Von Lützau, P., Otto, M., Hechler, T., Metzing, S., Wolfe, J., & Zernikow, B. (2012). Children
dying from cancer: Parents' perspectives on symptoms, quality of life, characteristics of
death, and end-of-life decisions. Journal of Palliative Care, 28(4), 274-281.
Waechter, E. H. (1971). Children's awareness of fatal illness. The American Journal of Nursing,

221

71(6) 1168-1172.
Waisel, D. B. (2013). Vulnerable populations in healthcare. Current Opinion in
Anesthesiology, 26(2), 186-192.
Wang, S. C., Wu, L. M., Yang, Y. M., & Sheen, J. M. (2019). The experience of parents living
with a child with cancer at the end of life. European Journal of Cancer Care, 28(4),1-8.
Ware, J., & Raval, H. (2007). A qualitative investigation of fathers' experiences of looking after
a child with a life-limiting illness, in process and in retrospect. Clinical Child Psychology
and Psychiatry, 12(4), 549-565
Weaver, K. & Olson, J. (2006). Understanding paradigms used for nursing research. Advanced
Nursing, 53(4), 459-469.
Welch, M. (1999). Phenomenology and hermeneutics. In C. Polifroni & M. Welch (Eds.),
Perspectives on philosophy of science in nursing, (pp. 235-246). Lippincott.
Whitty-Rogers, J., Alex, M., MacDonald, C., Pierrynowski Gallant, D., & Austin, W. (2009).
Working with children in end-of-life decision making. Nursing Ethics, 16(6), 743-758.
Widger, K., & Picot, C. (2008). Parents' perceptions of the quality of pediatric and perinatal endof-life care. Pediatric Nursing, 34(1), 53-58.
Wiener, L., McConnell, D. G., Latella, L., & Ludi, E. (2013). Cultural and religious
considerations in pediatric palliative care. Palliative & Supportive Care, 11(1), 47-67.
Wolfe, J., Friebert, S., & Hilden, J. (2002). Caring for children with advanced cancer: Integrating
palliative care. Pediatric Clinics, 49(5), 1043-1062.
Wolfe, J., Hinds, P., & Sourkes, B.M. (2011). The language of pediatric palliative care. In J.
Wolfe, P. Hinds, & B. Sourkes (Eds.), Textbook of interdisciplinary pediatric palliative
care, (1st ed., pp. 3-6). Elsevier.

222

World Health Organization. (n.d.). Addressing the needs of vulnerable populations.
https://www.who.int/tb/areas-of-work/population-groups/en/
Xafis, V., Wilkinson, D., & Sullivan, J. (2015). What information do parents need when facing
end-of-life decisions for their child? A meta-synthesis of parental feedback. BMC
Palliative Care, 14(1), 1-11.
Zaal-Schuller, I. H., Willems, D. L., Ewals, F. V. P. M., Van Goudoever, J. B., & De Vos, M. A.
(2016). How parents and physicians experience end-of-life decision-making for children
with profound intellectual and multiple disabilities. Research in Developmental
Disabilities, 59, 283-293.
Zadeh, R., Eshelman, P., Setla, J., & Sadatsafavi, H. (2018). Strategies to improve quality of life
at the end of life: Interdisciplinary team perspectives. American Journal of Hospice and
Palliative Medicine, 35(3), 411-416.
Zimmermann, K., Bergstraesser, E., Engberg, S., Ramelet, A. S., Marfurt-Russenberger, K., Von
der Weid, N., Grandjean, C., Fahrni-Nater, P., & Cignacco, E. (2016). When parents face
the death of their child: A nationwide cross-sectional survey of parental perspectives on
their child’s end-of life care. BMC Palliative Care, 15(1), 1-14.

223

APPENDICES
Appendix A: Introductory Letter
Dear Mr. ________________________,
I am a PhD nursing student at East Tennessee State University (ETSU), and I am
conducting a study focused on exploring the stories of fathers who have experienced their child’s
death. The purpose of my research study is to explore the stories of fathers who have
experienced their child’s death. Currently, we don’t know much about fathers’ stories of losing a
child compared to mothers’ voices. We also find that nurses don’t know enough about potential
ways to help fathers during this time in their lives. To enhance understanding in this area, I am
interested in learning more about your experience.
The study will consist of 3 parts: (a) reviewing an informed consent prior to your
interview and giving verbal consent immediately before your interview starts if you would like to
participate, (b) answering 9 questions about your background information, and (c) participating
in a one on one interview with me via Zoom video or telephone while I am alone and in the
privacy of my home. All 3 parts will take approximately 3-3.5 hours of your time total for this
study.
Risks for participation are minimal. I have attached a blank informed consent document
discussing your rights as a participant, study details as well as the risks and benefits for
participating in the study for you to review. I would like to emphasize that your individual
participation in this study is completely voluntary and serious efforts to protect your identity and
keep the information confidential will be taken into account. You can choose not to participate.
If you decide not to participate, there will not be any penalties. You may withdraw from this
study at any time. You will receive a $20 electronic gift card immediately following your
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interview to the email address of your choice if you choose to participate. Please contact me if
you have any questions about the study.
Sincerely,
Dynisha Wigginson, MSN, RN, PhD(c)
East Tennessee State University, College of Nursing
Leedm2@etsu.edu
(901) 378-7259 (Cell)
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Appendix B: Research Flyer

Are you a father who has experienced
your child’s death?

The purpose of this research study is to
explore fathers’ experiences during their
child’s end-of-life
To participate in this study you must:

Participation in this study involves:

▪ Be at least 18 years old
Have experienced
the death
of your
The ▪purpose
of this research
study
is to
child aged 0—17
explore fathers’ experiences during
▪ Speak and read English

▪

A time commitment of 2-3 hours total for
this study
▪ Interviews will take place via Zoom (video
chat) OR telephone
▪ You will receive a $20 electronic gift card
for your participation to the email address
of your choice

their child’s end-of-life

Contact Information

To participate in this study you must:
To find out more about this study, please
contact:
• Be at least 18 years
old

Principal Investigator:

Dynisha Wigginson

• Have experienced the death of your
901-378-7259
child aged 0—17

Dynisha Wigginson MSN, RN, PhD Candidate

Leedm2@etsu.edu

• Speak and read English
Lee
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Appendix C: Demographic Questionnaire
Pseudonym: __________________
1. What is your age? (Please write in answer) __________
2. What is your ethnicity? (Check one)
o Caucasian
o African American
o Hispanic
o Asian
o Other
3. What was your occupational status at the time of your child’s death? (Check one)
o Full time
o Part time
o Seasonal
o Not Employed
o Stay at home father
o Other
4. What was your marital status at the time of your child’s death? (Check one)
o Married
o Married, but separated
o Single
o Divorced
o Other
5. What is your highest level of education? (Check one)
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o Elementary
o High School Diploma
o GED
o Associate Degree
o Bachelor’s Degree
o Graduate Degree (Master’s and/or higher)
o Other____________
6. What was the gender of your child at the time of his/her death? (Check one)
o Female
o Male
7. What was the age of your child at the time of his/her death? (Check one)
o 0-12 months
o 1-3 years old
o 4-7 years old
o

8-12 years old

o 13-17 years old
8. Where did your child’s death take place? (Please write in answer)
________________________________
9. What was the cause of your child’s death? (Please write in
answer)____________________
Comments:

Appendix D
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Appendix D: Email Script
Hello,
Thank you for your interest in my research study. The purpose of this study is to see what it was
like for fathers who experienced their child’s end-of-life or death. Attached to this email, please
find an introductory letter containing information about the study and a sample copy of the
informed consent document for you to review. If, after your review of the attached documents,
you are still interested in participating, please provide me with some dates and times of potential
meetings so that we can arrange the interview via Zoom or telephone. If you have any questions,
please do not hesitate to contact me at the following:
Email: Leedm2@etsu.edu
Phone: (901) 378-7259
Sincerely,
Dynisha Wigginson, MSN, RN, PhD(c)
East Tennessee State University, College of Nursing
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Appendix E: Telephone Screening Script
Me: Good afternoon, may I please speak with [name of the father]?
If the potential participant is not available, I will thank the individual who answered the phone
and end the phone call by saying thank you, goodbye
If the potential participant is available, I will confirm that he is the correct person I am speaking
to and continue with the script by introducing myself.
Me: Hello, my name is Dynisha Wigginson and I am a PhD student in nursing at East Tennessee
State University. Is this time okay for you to speak?
If the potential participant says “No”, “I am not sure”, or seems hesitant, I will ask if I can call
back at another scheduled date and time to speak with him.
If the potential participant says “Yes”, I will continue to follow the script.
Me: I am contacting you because you called and left a message in response to my research flyer.
I would like to let you know your participation in this phone call is completely voluntary. Would
you like to hear more about this study?
If the potential participant says “No”, I will thank him for his time and end the phone call.
If the potential participant says “Yes”, I will continue to follow the script.
Me: The purpose of my research study is to explore the stories of fathers who have experienced
their child’s death. Currently, we don’t know much about fathers’ stories of losing a child
compared to mothers’ voices. We also find that nurses don’t know enough about potential ways
to help fathers during this time in their lives. The study will consist of 3 parts: reviewing and
verbally giving consent if you would like to participate, verbally answering a short questionnaire
containing background information immediately before your interview, and a one on one
interview with me only via Zoom or telephone. All 3 parts will take approximately 3-3.5 hours
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of your time total for the study. There is a possibility that this interview may be uncomfortable
for you. However, all of your information is confidential. Now that you have an overall
understanding of the study, would you be interested in participating? Do you have any
questions?
If the potential participant says “No” or “I don’t want to participate”, I will thank him for his
time and end the phone call.
If the potential participant says “Yes”, I will continue to follow the script.
Me: May I ask 3 questions to help me determine if you qualify to participate in this study? You
may stop me at any time if you have any questions or concerns or need clarification.
If the potential participant changes his mind and decides not to participate by saying “No”, I
will thank him for his time and end the phone call.
If the potential participant says “Yes”, I will continue to follow the script.
Me: Are you at least 18 years old? Have you experienced the loss of a child? Was your child
between the ages of 0-17 years old?
Me: Do you have any questions? Would you still like to participate?
If the potential participant says “No” or “I don’t want to participate”, I will thank him for his
time and end the phone call.
If the potential participant says “Yes”, I will continue to follow the script.
Me: Based on your responses, you are eligible to participate. If you are still interested, I would
like to know how you prefer to communicate via phone or email during this study. Based on
your preference, I can send you a blank informed consent form via email or postal mail to your
chosen address for you to review. The form provides information about your rights as a
participant, what the study will be about as well as the risks and benefits for participating in the
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study. Once you have reviewed the form, I would like to schedule a date and time for your one
on one Zoom or phone interview.
If the potential participant prefers to receive the blank ICD via email to review, I will ask for his
email address and confirm his email address prior to sending the form.
If the potential participant prefers to receive the blank ICD to review during the interview, I will
ask him for his chosen address and confirm the address prior to the sending the form.
If the potential participant prefers not to participate in the study, I will end the conversation by
thanking him for his time.
Me: Thanks for your contact information. I have it. Take your time and look over it and discuss
with it with whoever you need to. Please feel free to contact me if you have any questions or
concerns. I will follow up with you in one week. Any last questions?
If the potential participant has any final questions, I will answer them.
Me: Thank you kindly for your time and you will be hearing from me soon.
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Appendix F: Interview Scheduling Telephone Script
Me: Good afternoon, may I please speak with [name of the father]?
If the potential participant is not available, I will thank the individual who answered the phone
and end the phone call by saying thank you, goodbye.
If the potential participant is available, I will confirm that he is the correct person I am speaking
to and continue with the script by introducing myself.
Me: Hello, this is Dynisha Wigginson and I am the PhD student in nursing at East Tennessee
State University you spoke with about participating in a study focused on fathers who
experienced the loss of a child. Is this time okay for you to speak?
If the potential participant says “No”, “I am not sure”, or seems hesitant, I will ask if I can call
back at another scheduled date and time to speak with him.
If the potential participant says “Yes”, I will continue to follow the script.
Me: I am following up with you to see if you are still interested in participating in the study.
Please keep in mind that participation in this study is completely voluntary.
If the potential participant says “No” or “I don’t want to participate”, I will thank him for his
time and end the phone call.
If the potential participant says “Yes” or “I am still interested”, I will continue to follow the
script.
Me: Is this a good time to schedule your interview?
If the potential participant says “No, “I don’t want to participate anymore”, or “I no longer
want to participate”, I will thank him for his time and end the phone call.
If the potential participant says “Yes”, I will continue to follow the script.
Me: Please provide me with a few dates and times for your interview you prefer.
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I will record dates and times the father prefers for his interview and confirm the dates with him.
I will also provide the father with the location in which the interview will take place.
Me: Thank you. Please let me know if you need to change the time for your interview at any
point. Your interview will be conducted via Zoom or over the telephone. Do you have any
questions or concerns at the moment?
If the potential participant says “No”, I will thank him for his time and end the phone call.
If the potential participant says “Yes”, I will address any questions or concerns he may have
prior to ending the phone call.
Me: If any questions or concerns come to mind before your interview, do not hesitate to call or
email me. Thank you kindly for your time. Have a great rest of the day.
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Appendix G: Unstructured Interview Guide
Before we begin this interview, I would like to thank you for taking time out of your
schedule to talk to me today. As you know, I am interested in hearing about your experience of
what it was like for you during your child’s death. You may share as much or as little as you
like. I appreciate your responses and any additional information you would like to share with me.
I will conduct the interview at your pace. When you are ready, I will start the interview with
audiotaping. There are no right or wrong answers. If you choose not to answer a question
during the interview, that is your choice and your right. Please let me know if I need to repeat a
question or slow the interview down. You may take a break if you feel you need to.
Me: When thinking back to your child’s death, what was it like for you?
Allow fathers to answer the question.
I appreciate you sharing your thoughts and feelings about your experience. I learned a lot during
your interview and I hope your story will help increase awareness for healthcare providers to
understand and know more about your experiences as fathers. Thank you kindly for your time
today. Please feel free to contact me if you have any questions pertaining to this interview.
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